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3Abstract
Objectives: (1) To question the effectiveness of traditional dietary treatments 
for obesity and (2) to examine alternative treatment possibilities for obesity 
which broaden treatment constructs, and move away from traditional outcome 
goals.
Design: A systematic review of the literature in the first case supporting 
dietary control of obesity, then countering the case for dietary control, and 
finally evaluating non-dieting approaches to obesity.
Results: Numerous controlled trials have confirmed the ineffectiveness of 
dieting in maintaining weight loss. Despite tremendous efforts, most obese 
individuals will not maintain a lower body weight without committing 
themselves to a life-long condition of semi-starvation. A combination of 
genetic, biological and physiological factors may be responsible.
Empirical evidence is only just emerging on non-dieting programmes for 
obesity and some studies have been uncontrolled. Nevertheless, preliminary 
indications are that non-dieting approaches may be effective in promoting 
exercise adoption, and in significantly reducing psychological distress as well 
as body weight.
Conclusion: It is time to adopt a broader treatment framework for obesity 
which focuses on physical and psychological wellness, rather than weight loss 
per se.
41 Introduction
Ask anyone in the street how obesity should be treated, and the chances are most 
people would recommend dietary control. It seems such a plain and simple solution 
that many do not question it. However, just because this view pervades our society, it 
may not necessarily be valid. Twenty years have passed since Susan Wooley and 
colleagues (Wooley, Wooley and Dyrenforth, 1979) challenged the effectiveness and 
social appropriateness of dietary and behavioural treatments of obesity. At that time 
evidence for the prolonged usefulness of these approaches to obesity was lacking.
Dietary and behavioural treatment methods have continued to command professional, 
popular and lay beliefs about treatment for obesity (Horm and Anderson, 1993). This 
review will challenge the arguments in favour of pursuing dietary control. Recent 
research developments will be evaluated which utilise diets in isolation or combined 
with other therapies to treat obesity (Glenny, O’Meara, Melville, Sheldon and Wilson, 
1997). Arguments which aim to explain why diets are not helpful, and may even be 
damaging, for the majority of obese patients will be explored. Finally, an alternative 
approach to obesity will be outlined, which broadens treatment constructs, and moves 
away from traditional outcome goals. A variety of components will be described 
which could be integrated within this wider reference set including; education about 
obesity and dieting (e.g. Wooley et a l  1979); promoting general health and fitness 
(e.g. HEA, 1997); increasing self-esteem and encouraging positive body image (e.g. 
Tanco, Linden and Earle, 1997); monitoring and challenging negative thoughts (e.g. 
Rosen, Orosan and Reiter, 1995); treating binge eating disorder, if present (e.g. Smith, 
Marcus and Kaye, 1992); and dealing with stigmatisation (e.g. Crocker, Cornwell and 
Major, 1993).
2 Objectives
The objectives of this review are two-fold. Firstly to question the effectiveness of 
traditional dietary treatments for obesity, and secondly to examine alternative 
approaches to obesity which broaden treatment constructs, moving away from 
traditional outcome goals.
53 Methods
The relevant literature was identified by a search of computerised databases and 
citations in identified reviews. The databases used were: MEDLINE, EMBASE, 
PSYCHLIT, The Science Citation Index and The Social Science Citation Index 
(1977-1997) using the following key words: obesity AND health risks, morbidity, 
mortality, fat distribution, weight cycling, psychological distress, depression, body 
image, self-esteem, treatment-therapy-intervention, dietary control, behaviour 
therapy, cognitive therapy, psychological, healthy eating, exercise, drug therapy, 
binge-eating, stigmatisation, non-dieting.
The penultimate draft of this review was written in 1997. Due to an unanticipated 
posting to Australia and a consequent suspension of registration, the final draft prior 
to submission was compiled in December 1999. A final literature search of 
MEDLINE was carried out at this time on-line. Access to PSYCHLIT was not 
available from home, hence more recent papers may have a medical bias.
4 Case for weight loss and dieting
4.1 Definitions of obesity
Technically, obesity is defined as excess body fat. The body mass index (BMI) which 
is calculated as weight in kilograms divided by the square of height in metres, is 
frequently used to define body weight ranges (Troiano, Frongillo, Sobal and Levitsky, 
1996). In this review individuals with a BMI of 25-29.9 will be referred to as 
overweight, those with a BMI of 30-39 will be referred to as obese and those with a 
BMI of 40 or over as severely obese. BMI definitions of overweight, obesity and 
severe obesity correspond to approximately 20%, 40%, and 100% above ideal weights 
respectively (Foster and Kendall, 1994).
4.2 Health Risks
Perceived health risks constitute the primary case for the use of diets for those who 
are obese. The medical risks of obesity can be divided into two groups:
6(1) musculoskeletal or respiratory problems which are a direct consequence of 
the obesity;
(2) cardiovascular disease, diabetes or cancer where obesity is only one of a 
number of contributory risks and where the causal mechanisms are not well 
understood (Wardle, 1995).
Increased cardiovascular disease (CVD) risk in obesity has received most coverage 
(for example Hubert, Feinleib and McNamara, 1983; Donahue, Abbott, Bloom, Reed 
and Yano, 1987; Willett, Manson, Stampfer, Colditz, Rosner, Speizer and Hennekens, 
1995) and in clinical practice is often raised by patients as a serious concern.
It is therefore important to set risk factors in context. Smoking, a positive family 
history of CVD, hypertension and raised serum cholesterol have been isolated as the 
four most influential CVD risk factors (Shaper, Pocock, Walker, Phillips, Whitehead 
and MacFarlane, 1985). CVD risk need not be elevated if an obese individual 
engages in healthy lifestyle practices and does not fall into any of the above risk 
categories. Rubin (1994), a cardiac specialist, in a commentary in the British Medical 
Journal concluded that “if a person’s overall cardiovascular risk profile is good, and 
they have no self esteem problem with their obesity, then it is probably best to leave 
well alone.”
Some striking findings emerge in the only study to report associations between 
mortality and intentional weight loss (Williamson, Pamuk, Thun, Flanders, Byers and 
Heath, 1995). Intentional weight loss of as little as lib-191b (0.5-9kg) was associated 
with a 53% reduction in deaths from obesity-related cancers, a 44% reduction in 
diabetes-associated mortality and a 20% reduction in all-cause mortality in women 
with obesity-related health conditions (such as CVD, stroke, diabetes mellitus, 
hypertension, severe shortness of breath or severe chest pain). It seems incredible that 
a weight loss as small as 11b could lead to a significant reduction in mortality. I 
propose that it was not weight loss per se. that led to these reduced medical risks. 
Obese women who were aware that they had an obesity related health problem, may 
have been motivated to make positive lifestyle changes (e.g. reducing saturated fat 
intake and increasing exercise levels) which could be responsible for reduced risks 
and also produced small weight losses.
7Little difference in future risk of all-cause mortality was found in women without pre­
existing disease who intentionally lost weight compared with those who did not. This 
suggests that there is no benefit to health by attempting weight loss if you are not 
already suffering from an obesity related disease. More alarmingly, increased death 
rates from CVD were found in women without pre-existing health problems, who 
intentionally lost weight over a period greater than one year. As the authors 
themselves acknowledge, this is probably due to long-term body weight fluctuations 
which have previously been associated with increased CVD risk (Lissner, Odell, 
DAgostino, Stokes, Kreger, Belanger, Brownell, 1991; Blair, Shaten, Brownell, 
Collins, Lissner, 1993).
A recent meta-analysis found increased mortality rates for those with moderately low 
BMI (independent of smoking or pre-existing disease) comparable to that observed at 
extreme overweight, (Troiano et a l, 1996). Attention to the health risks of being 
underweight were stressed by these authors, who felt that this danger had been 
ignored because thinness is considered so desirable in our society.
4.2.1 Mediating Factors
4.2.1 .a Body fat distribution
Body build and regional distribution of body fat are more important than overall 
obesity in predicting mortality. It is much less healthy to have a large concentration 
of fat around the abdomen (referred to as upper-body/android obesity, centralised 
body fat, or “apple” shaped body-type) than to have body fat distributed below the 
waist (referred to as lower-body/gynoid obesity, peripheral body fat, or “pear” shaped 
body-type) (Donahue et a l, 1987; Larsson, Svardsudd, Welin, Wilhelmsen and 
Bjomtorp, 1989). Waist circumference may be more predictive of health risk than 
BMI as it measures central fat distribution as well as overweight. Unacceptable risks 
may be reached when waist circumference is >88cm (35inches) in women and > 
102cm (40 inches) in men (Lean, Han and Morrison, 1995). Location, rather than the 
amount, of fat seems to be most meaningful for determining risk. Moderate amounts 
of excess weight distributed below the waist may be better tolerated than modest 
amounts of fat distributed abdominally (Foster and Kendall, 1994).
84.2.1.b Weight Cycling
Weight cycling (sometimes called the “yo-yo effect”) means fluctuations in weight 
due to dieting and weight regain (in essence conventional “treatment”). Death from 
CVD may be independently attributed to weight cycling, possibly due to acceleration 
of atherogenesis caused by high levels of serum cholesterol during weight regain 
(Lissner et a l, 1991). Improvements in health risk factors (e.g. reductions in 
cholesterol) which have been reported following weight loss in dietary treatment trials 
(e.g. Brownell and Stunkard,1981) also rapidly rebound, often exceeding previous 
levels during the inevitable weight regain. Thus, as Wooley and Gamer (1994) 
highlight, “the almost certain consequence of treatment (weight regain) results in a 
greater threat to health than would occur if the obese patient were simply assisted in 
maintaining a higher but stable weight.”
4.2.1.c Co-morbidity
The presence of other clinical conditions mediate the affects of medical risk 
associated with obesity. A remarkable example of this is that the risk of fatal or non- 
fatal myocardial infarction in obesity is six times greater if combined with diabetes 
(Manson, Colditz, Stampfer, Willnett, Rosner, Momson, Speizer, Hennekens, 1990).
4.2.1.d Age
It is still unclear whether age moderates medical risk of obesity. An influential 
review of life insurance data suggested that the optimal BMI increases over the life 
span (Andres, Elahi, Tobin, Muller and Brant, 1985). They found that weight gain, 
especially after the age of 35 years, was associated with decreased mortality risk.
The relationships between medical risk, obesity, and weight loss have invited much 
research attention, but are not yet clearly defined. Certain health conditions such as 
type-2 diabetes may be causally related to obesity (Colditz, Willett, Rotnitzky and 
Manson (1995) while others, such as CVD, may be mediated by other factors. Even 
so, as Wooley and Gamer (1994) perceptively comment, amassing medical risk 
evidence that weight loss would be beneficial does not make dietary treatment any 
more effective.
94.3 Emotional Aspects
Emotional disturbances in the obese have been well documented and include 
increased rates of depression (Goldsmith, Anger-Friedfeld, Beren, Rudolph, Boeck 
and Aronne, 1992; Ross, 1994); lowered self-esteem; and poor body image (Sarwer, 
Wadden and Foster, 1998; Thompson and Tantleff-Dunn, 1998). Proponents of 
weight loss through dietary control suggest that the social discrimination and 
emotional distress that obese people experience warrant the competent use of weight 
loss programmes (Garrow, 1994). At first sight it appears that a reduction in body 
size would have positive repercussions on mental state in those who are obese. The 
reality is to the contrary. Firstly, the process of engaging in caloric restriction is 
detrimental to mental state (Stunkard and Rush, 1974; Gamer and Wooley, 1991). 
Secondly, obese dieters will be extremely unlikely to maintain weight losses, and 
hence are likely to suffer further damage to mood and self esteem as they blame 
themselves for yet another dietary failure. Wadden, Stunkard and Liebschutz (1988) 
found that participants who regained weight lost during dietary treatment suffered a 
negative impact on many areas of their lives, including self-esteem.
4.4 Patient request for weight toss treatments
Many obese people are desperate to lose weight, and demand for weight loss 
programmes is high (Garner and Wooley, 1991). It is very difficult to refuse dietary 
treatments when they are being ardently pursued. But, as Wooley and Gamer (1994, 
p.656) emphasise, “only by admitting that diets do not work - and showing that we 
mean it by refraining from offering them - can we begin to undo a century of 
recmiting fat people for failure”.
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5 The literature on dieting
5.1 The diets
Two main types of diet have been documented in the literature. The balanced deficit 
diet (BDD) is a conventional diet restricting calorie intake to 1,200 kcal per day. The 
very low calorie diet (VLCD) limits calorie intake to 300 - 600 kcal per day. The 
VLCD is designed to prevent losses of lean body mass by providing large amounts of 
dietary protein (70 - lOOg/day), generally in the form of lean meat, fish or fowl rather 
than a protein-formula liquid diet. VLCD’s have been associated with rapid weight 
losses. In a clinical setting VLCD’s have been found to produce losses of up to 20kg 
in 12 weeks (Wadden and Stunkard, 1986).
5.2 Maintaining treatment gains
The rapid weight loss achieved by dieting is often followed by almost equally rapid 
weight regain (Wadden and Stunkard, 1986). Long term studies show that the 
majority of people who successfully reduce their weight, regain it gradually in 3-5 
years (Kolsek, 1999). Follow-up intervals, the duration of treatment provided and the 
amount of weight loss achieved have been increasing since the 1970’s (Brownell and 
Jeffery, 1987). Despite this, once treatment has ceased, there is no indication that any 
treatment gains will be maintained (Wadden, Foster and Letizia, 1994; Dalton, 1998; 
Vansant, Hulens, van der Borght, Demyttenaere, Lysens and Muls, 1999). Some 
researchers argue that obese individuals who regained all of their original weight at 
follow-up might have weighed even more had they not received treatment (Brownell 
and Jeffery, 1987; Glenny et al., 1997). Whilst this cannot categorically be disputed, 
it is just as likely that obese dieters may have weighed just the same, or even less, 
without dieting. Progressive weight loss or the maintenance of treatment-induced 
weight loss depends on continual “treatment” (Perri, Nezu, Patti and McCann ,1989; 
Wilson, 1994). In practice it does not sound like an economically viable, or ethically 
sound, proposition to detain people with obesity in permanent weight loss treatment.
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5.3 Augmenting dietary control
5.3.1 Dieting plus behaviour therapy
The aim of behaviour modification is to produce a lifelong habit change. Techniques 
focus on managing environmental influences that control behaviour (e.g. separating 
eating from other activities, such as watching television, and avoiding situations in 
which overeating is likely to occur, such as doing the food shopping when hungry). A 
number of studies have assessed the different forms of behaviour therapy for obesity 
and find that combining VLCD and behaviour therapy leads to greater weight loss 
during treatment, but that these gains are not maintained (e.g. Wadden, Foster and 
Letizia, 1994; Toubro and Astrup, 1997). More than twenty years ago it was noted 
that reasons for obesity were more complex than just the unlearning of maladaptive 
eating habits and the relearning of more appropriate ones (Stunkard and Mahoney, 
1976; Wooley et a l, 1979). Subsequent literature seems to have bom this out.
5.3.2 Dieting plus exercise
It is paradoxical that obesity is on the increase in the United States while more people 
there are dieting than ever before (Heini and Weinsier, 1997). One major contributing 
factor appears to be a dramatic decrease in physical activity-related energy 
expenditure (Vansant, Hulens, van der Borght, Demyttenaere, Lysens and Muls,
1999). Adding exercise to dietary control programmes has been shown to produce 
larger weight losses than dieting alone, and give better results at follow-up (Perri, 
McAdoo, McAllister, Lauer and Yancey, 1986; Craighead and Blum, 1989;
Svendsen, Hassager and Christiansen, 1994; Skender, Goodrick, Del Junco, Reeves, 
Darnell, Gotto and Foreyt, 1996). Exercise increases aerobic fitness and the resting 
metabolic rate while encouraging a reduction in fat-tissue mass and abdominal-to- 
total-body fat tissue mass. Beyond such physiological benefits, exercise often 
produces positive psychological outcomes, such as improved mood and self-esteem 
(Folkins and Sime, 1981). For many reasons, exercise is a useful component to 
include in a healthy lifestyle package.
5.3.3 Dieting plus pharmacological treatments
Drug therapy has tended to be recommended for severely obese patients with 
significant co-morbid disease or risk factors, for whom diet, exercise and behavioural
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modification have been unsuccessful (DTB, 1998). Pharmacology has not been shown 
to produce enduring weight loss and can induce poorer results at follow-up than 
dietary or behavioural treatments (Rodin, Elias, Silberstein and Wagner, 1988). This 
may be because success is attributed to the drug action rather than personal self- 
efficacy so that, once active treatment is terminated, participants do not have any 
coping strategies to draw upon. A grave problem is that some obesity drugs can have 
catastrophic side effects e.g. Phentermine is associated with a small but serious risk of 
pulmonary hypertension which can develop insidiously (DTB, 1998). It seems ironic 
that drug therapy may be prescribed for obese individuals with health risk factors, but 
itself carries an equally serious health risk.
6 Denouncing Dieting
Embedded in contemporary thought regarding body weight are several assumptions. 
Firstly, people can have perfect bodies if only they try hard enough. Secondly, that 
the body is infinitely malleable and can be shaped as desired with the right diet, 
exercise and discipline. Thirdly, people who fail to meet the standard have only 
themselves to blame (Brownell and Wadden, 1991). Certain theories which explain 
why the body cannot be moulded at will, and account for the repeated failure of 
weight loss in most obese individuals will now be discussed.
6.1 Genetic theories
Body size apparently runs in the family. There is more chance of being obese if one’s 
parents are obese themselves. Gam, Bailey, Soloman and Hopkins (1981) showed 
that having one obese parent results in a 40% chance of producing an obese child, and 
having two obese parents results in an 80% chance. Conversely they found that there 
is only a 7% chance that thin parents will produce an overweight child. Since parents 
and children share not only genetic composition but also environmental influences, 
similarity in body size could be caused by either factor. For this reason, research has 
often concentrated on the investigation of twins and adoptees.
13
6.1.1 Twin Studies
The primary focus of twin studies has been to investigate the weight of identical (or 
monozygotic) twins reared apart, i.e. with identical genes but in differing 
environments. Supporting evidence has also been gained by examining the weights of 
non-identical (dizygotic) twins reared together, i.e. with different genes but the same 
environment. The literature seems to support the genetic theory, indicating that 
identical twins reared apart are more similar in weight than non-identical twins reared 
together. In one study evaluating BMI of 93 identical twins reared separately, genetic 
factors were shown to account for 60-70% of the variance in body weight (Stunkard, 
Harris, Pedersen and McCleam, 1990). Weight distribution (e.g. upper-body vs. 
lower-body), as well as overall weight, has been shown to have a strong hereditary 
factor (Bouchard, Tremblay, Despres, Nadeau, Lupien, Theriault, Dussault, Moorjani, 
Pinault and Fournier, 1990).
6.1.2 Adoptee Studies
This research has compared the weight of adoptees to that of both their adoptive 
parents and their biological parents (e.g. Price, Cadoret, Stunkard, and 
Troughton,1987). One well designed, large scale study was carried out by Stunkard, 
Sorenson, Hanis, Teasdale, Chakraborty, Schull and Schulsinger (1986). Results 
showed a strong relationship between the weight classification of the adoptee (thin, 
median weight, overweight or obese) and that of their biological parents, particularly 
the mother. This association was found across the whole range of body weight.
There was no relationship between adoptees weight classification and that of their 
adoptive parents.
Various studies of monozygotic and dizygotic twins, as well as research comparing 
adoptees with biological parents, have therefore shown that genetic factors play an 
influential role in the predisposition to obesity and distribution of body fat. The exact 
mechanism and contribution of genetics is unclear, but for some obese individuals 
who come from a family line of big people, trying to reduce their “natural” body size 
may in fact be unrealisable.
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6.2 A Biological theory of weight regulation
The concept of ‘set point’ is that body weight is regulated by physiological 
mechanisms that oppose the displacement of body weight caused by either under or 
over feeding (Nisbett, 1972). Dieting is an attempt to override this set-point. 
Unfortunately, the body cannot differentiate between a true famine and the self- 
imposed famine of a weight loss diet. When fat stores become low, homeostatic 
metabolic adjustments ensue which are designed to return body weight to normal 
levels. Metabolic rates and physical activity levels decrease to conserve energy, 
calories are burnt more slowly, and weight loss will plateau (Leibel, Rosenbaum and 
Hirsch, 1995). As calories are restricted, hunger - nature’s reminder to search for 
food - becomes more acute. Since metabolic rate is already lowered, calories 
consumed are used at a lower energy-conserving rate. Over-eating may ensue and 
weight is then gained more easily. The body tends to utilise the synthesised energy to 
restore fat, despite the fact that lean tissue (muscle) may be depleted (Dulloo and 
Girardier, 1990). To quote Gamer and Wooley (1991, p.745): “Thus, successful 
weight loss and maintenance is not accomplished by “normalising eating patterns” as 
has been implied in many treatment programmes, but rather by sustained caloric
restriction much more like those of individuals who would earn a diagnosis of
anorexia nervosa”.
6.3 A Physiological theory of energy metabolism
Intermittent (or “yo-yo”) dieting may make weight reduction and maintenance even 
harder over time. Metabolic efficiency may be enhanced by repeated cycles of weight 
loss followed by weight gain. The ability to store more energy with less energy intake 
often does not reverse, even when an individual has returned to their original weight 
(Steen, Oppliger, and Brownell, 1988). Restrained eaters (chronic dieters) generally 
weigh more and have higher maximum weight since childhood, but report eating less 
than those with an unrestrained eating style (Wardle and Beales, 1987). This may be 
because the restrained eating style leads to regulation of body weight below that 
which would be maintained without dietary restrictions, and this results in 
compensatory changes in energy expenditure which are further decreased by frequent 
weight fluctuations (Tuschl, Platte, Laessle, Strichler and Pirke, 1990). Many obese 
individuals are chronic dieters, and hence may experience metabolic changes which
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are deleterious to weight loss. A recent treatment programme for obesity, targeting 
weight loss (Vansant, et al., 1999), reported as a positive finding that “therapy 
resulted in a more pronounced restrained eating behaviour.” This result is likely to 
produce biological and psychological changes which will encourage future overeating 
and weight gain.
7 Alternative Approaches to obesity
7.1 Education
As long ago as 1979, Susan Wooley and colleagues observed that if the experience of 
dieting has been one of constant failure, despite enormous effort, many obese patients 
would be relieved to have their experience confirmed and understood (Wooley et al. 
1979). Discussing social and cultural issues of weight and shape may help obese 
individuals accept that the relatively new thinness standard promoted by the mass 
media is becoming increasingly more extreme and unattainable for the majority of 
people.
Pragmatic discussion of the long term success of dieting, biological mechanisms 
which resist weight loss, and a realistic assessment of health risks associated with 
higher weight may help some obese people decide to give up dieting and focus on 
minimising the negative consequences of being obese. For others, the decision to stop 
dieting will be a gigantic psychological step, because it means relinquishing the 
dream of ever becoming thin or even an average size. Some people will experience a 
grief reaction as they adjust to the realisation that permanent size reduction is an 
impossible goal (Melcher and Bostwick, 1998). Allowing obese individuals to 
directly express their distress concerning the loss, assessing the meaning of the loss 
realistically, and moving towards acceptance by identifying the pros and cons of the 
different situation in which they find themselves, may be helpful (Ciliska, 1990).
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7.2 Increasing general health and fitness
Overall wellness, rather than weight loss per se, should be encouraged. People of any 
shape or size can take positive steps towards increasing their general health and 
fitness. To quote Dalton (1998, p.S52): “Is it not better to be fit and overweight than 
overweight and not fit?... and is it not better to be overweight and on a healthful diet 
than overweight on an unhealthful diet?”. Dietary changes, such as boosting fruit and 
vegetable consumption (BDA, 1999), cutting back on saturated fats and sugar 
(Government White Paper, 22nd February, 2000), and including “super-foods” (foods 
containing bio-active compounds called ‘phytochemicals’, such as broccoli, red 
peppers, soya beans and bananas), have been shown to have health protective effects 
(BDA, 1999). Maintenance of healthy eating patterns should be more easily 
accomplished than with dieting, as changes can take place gradually, satiety will not 
be an issue and, although a reduction in high fat/sugared foods is encouraged, there 
are no “banned” foods.
Promoting physical fitness is particularly important. Significantly lowered mortality 
rates for both men and women, principally by lowering rates of CVD and cancer, have 
been shown in high fitness groups (Blair, Kohl, Paffenbarger, Gibbons and Macera, 
1995). Fitness is a key factor in lowering death rates in men regardless of size 
(Barlow, Kohl, Gibbons and Blair, 1995). Exercising may be a difficult issue for 
some obese people because of potentially exposing themselves to public ridicule if 
attempting an active sport, or having to wear more revealing clothing. However most 
men and women can increase their fitness level, and reduce mortality risk factors, by 
just walking briskly for 30-60 minutes a day (Blair et a l 1989, 1995). Walking does 
not require any special equipment or clothing, and can be incorporated into daily 
living with relative ease.
The primary motivation for making the suggested eating and exercise changes should 
be health, although modest weight loss may also ensue.
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7.3 Increasing self-esteem and encouraging positive body image
Having made nutritionally and physically sound lifestyle changes, obese patients need 
help to accept whatever shape and weight these changes produce. Obese patients’ 
tendency to define self-worth in terms of body shape and weight can be modified 
using cognitive behavioural therapy (CBT) techniques. Patients can be taught to 
acknowledge that, although they may prefer to be thinner, or have a different shape, 
the inability to conform with this cultural ideal is not a catastrophe, nor is it necessary 
for a happy and fulfilling life (Wilson, 1996). The aim is to extend the patients 
definition of self-worth (Rosen, Orosan and Reiter, 1995). Patients may be 
encouraged to compile a list of their personal strengths separate from their weight and 
shape, and think of qualities and talents that they would like to focus on developing 
further. It may be helpful for patients to think of people known to them, or in the 
public eye, who fit cultural ideals of thinness and beauty, but may not have been 
protected from unhappiness or psychological problems. Asking the patient to role 
play what they may say to a close friend whose self-worth was confined to physical 
appearance may invite them to challenge how realistic and helpful this stance is.
Body image exercises may involve the patient familiarising themselves with the look 
and feel of their naked body, and to enjoy sensuous experiences (e.g. luxurious 
bathing or aromotherapy massage). It may be difficult at first for obese individuals to 
take pleasure in visual aspects of their body, but they can still develop tactile 
appreciation (e.g. warmth and softness). In clinical practice it is common to 
encounter obese patients who neither look at themselves nude, nor allow their partners 
to do so. Rosen et al. (1995) describe body-image homework exercises which may be 
given to patients. After constructing a hierarchy of their most distressing appearance 
features, individuals work through exposure of their hierarchy of body areas, in 
privacy. Patients begin by viewing themselves part-by-part while practising neutral, 
more objective sensory descriptions of body parts (e.g. “round stomach” or “big 
stomach” rather than “disgusting flab”), combined with relaxation techniques if 
needed. The hierarchy is completed first clothed, then progressively unclothed over a 
period of perhaps two weeks.
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Patients may hide their shape beneath voluminous clothing which may also be dowdy, 
and gives little opportunity to receive compliments from others. Until recently, 
fashion chain stores only stocked sizes for thinner women, but recent years have seen 
larger sizes gradually being introduced. Encouraging patients to wear more figure 
hugging outfits or brighter colours - if that is what they wish they could do - may aid 
development of a more positive body image. The aim of all these strategies is to 
foster acceptance in obese individuals, but if they actually grow to like their bodies 
then so much the better.
7.4 Monitoring and challenging negative thoughts
As part of a CBT treatment programme for obese women with negative body image, 
Rosen et a l  (1995) helped patients identify maladaptive assumptions about 
appearance, and practice cognitive restructuring. Negative automatic thoughts about 
weight and shape were recorded in a daily diary. During sessions women were asked 
to select a statement of body dissatisfaction from their diary (e.g. “I looked really 
fat”). Teaching women to follow this thought through to the ultimate implications of 
what looking “fat” means to them, may reveal fears such as being unlovable, 
incompetent, or out of control (Rosen, et a l, 1995).
Treatment involved standard cognitive restructuring techniques. Women evaluated 
the evidence for and against their beliefs, and produced alternative, challenging 
thoughts. Realistic thoughts of being discriminated against or rejected because of 
their obesity were not discounted, but women constructed more self-enhancing 
attitudes in response to these experiences. This controlled trial found that the CBT 
group showed significantly improved body image. Psychological symptoms, self­
esteem, overeating and eating guilt also improved.
7.5 Treating binge eating if present
Up to 46% of individuals seeking treatment for obesity may report clinically 
significant binge eating problems (Marcus, Wing and Lamparski, 1985). A sequence 
of attempts at strict dieting, interrupted by binge episodes, and followed by severe 
distress and self-condemnation are reported by obese binge eaters. Increased
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perceptions of poor body image may be significantly related to binge eating (Cargill, 
Clark, Pera, Niaura and Abrams, 1999). Therefore, it may be worth engaging patients 
with binge eating difficulties in treatment for body image (as above) before tackling 
the eating disorder itself.
A CBT approach to binge eating, based on that used with bulimia nervosa patients, 
(Fairbum and Cooper, 1989) has been used successfully with obese binge eaters 
(Telch, Agras, Rossiter, Wilfley and Kenardy, 1990; Smith, Marcus and Kaye, 1992). 
After establishing a regular eating pattern, self-monitoring, stimulus control 
techniques, goal setting and self-reinforcement strategies were implemented to help 
obese binge eaters normalise their eating patterns. Eating a variety of foods and 
gradually incorporating previously “forbidden” foods into the diet was encouraged. 
Cognitive techniques directed at identifying and challenging the thoughts and beliefs 
which perpetuate disordered eating were employed during the second phase of 
treatment. Perfectionist, rigid attitudes about dieting and self-evaluation were 
identified. The final phase of treatment developed coping strategies and targeted 
relapse prevention.
Smith et a l (1992) showed an 81% reduction in binge eating episodes pre- to post­
treatment, and 50% of participants achieved abstinence. Telch et a l (1990) reported 
higher abstinence rates (79%), but this may reflect a difference in assessment 
techniques. Dysfunctional concern for body shape and weight, and disturbed attitudes 
about eating, markedly diminished and mood improved significantly following 
treatment (Smith et al, 1992). CBT which focuses on disordered eating is a 
promising treatment for obese binge eaters, as part of a wider package of non-dieting 
treatments.
7.6 Dealing with stigmatisation
The rejection of individuals because they have an attribute that compromises their 
humanity in the eyes of others can be termed stigmatisation. In Coffman’s (1963) 
words, the stigmatised have a “spoiled identity.” The stigma of being overweight 
may be the most debilitating of all the conditions for which a person may be 
stigmatised in our society, e.g. racial or ethnic group membership, religious
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affiliation, physical handicap or sexual orientation (Allon, 1982). People who are 
overweight elicit almost uniformly negative responses from others and, since obesity 
is immediately visible to others, it may affect most social interactions (Allon, 1982). 
The perception of most individuals is that weight is controllable. The obese are 
believed to be responsible for the origin of their condition, having caused it through 
overeating (Weiner, Perry and Magnusson, 1988). Furthermore, obese individuals are 
held liable for the solution to their problem through dieting (Allon, 1982).
The obese suffer low self-esteem relative to normal weight compatriots (Wadden, 
Foster, Brownell and Finley, 1984). Reactions to stigma may depend on the 
attributions that the stigmatised individual makes for negative outcomes that are 
received from others (Crocker and Major, 1993). When an individual with a 
stigmatised condition attributes negative outcomes to their personal inadequacy or 
unworthiness, self-esteem and mood will suffer. Conversely, if negative outcomes are 
attributed to prejudice and discrimination on the part of others, self-esteem and mood 
will be protected (Abramson, Metalsky and Alloy, 1989).
Dealing with stigmatisation, involves encouraging obese people to recognise that their 
difficulties lie at least as much in the attitudes of others towards their weight, as in 
their weight itself. By recognising prejudice and discrimination when they occur, and 
developing coping strategies to deal with these situations, the obese person may 
protect their mood and self-esteem. Several researchers have noted that “fat phobia” 
exists among dieticians (Dalton, 1998) and mental health professionals (Young and 
Powell, 1985), including psychologists (Agell and Rothblum, 1991). Thus it is 
critical that clinical psychologists ensure that their treatment of fat clients is not 
impeded by their prejudices and misinformation about fatness and weight (Robinson 
and Bacon, 1996). Developing an awareness of recent developments within a non­
dieting perspective is also important.
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8 The literature on non-dieting
Elements of a non-dieting approach to obesity have been advocated by various 
researchers throughout the past two decades (Wooley et al., 1979; Brownell and 
Rodin, 1994; Wardle, 1995; Wilson, 1996), but controlled trials have only emerged 
more recently. Significant reductions in dieting behaviour, eating-related 
psychopathology, levels of depression and feelings of ineffectiveness, as well as 
enhanced self-esteem, have been reported in two similar 10-week non-dieting 
treatment programmes (Roughan, Seddon and Vemon-Roberts, 1990; Polivy and 
Herman, 1992). Weight loss was not a goal of either programme, although a 
significant mean decrease (3.1kg) in body weight relative to pre-treatment weight was 
found at two-year follow-up in the Roughan et al (1990) study. Unfortunately neither 
study included a control group.
In response to clinical observations that many fat patients were playing a waiting 
game, “waiting to begin their lives fully, only if they became thin”, Robinson and 
Bacon (1996, p. 182) developed a treatment program aimed at decreasing the 
stigmatising effects of fatness. This novel approach to therapy increased daily 
activities, in much the same way as activity scheduling for depression. Participants 
improved their restricted lifestyles, their negative attitudes towards fat people, and 
their self-esteem, and 50% reported reduced levels of depression after participation in 
the programme. As with the other studies described above, a control group was not 
included so absolute effect sizes cannot be calculated.
One trial addressing this methodological issue included two control groups, one a 
waiting list control and the other a conventional weight loss programme for obesity 
(Tanco, Linden and Earle, 1998). Obese women were recruited employing criteria in 
an attempt to secure a sample which resembled those typically referred by medics and 
seen in clinical practice (e.g. BMI >30, duration of obesity >10 years and > 3 
unsuccessful attempts at weight loss/maintenance). Women who specifically sought 
treatment for obesity and expressed a desire to lose weight were included. Previous 
studies (e.g. Roughan et a l, 1990; Polivy and Herman, 1992) had recruited
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participants based on their desire to stop dieting. This may have biased treatment 
outcome and been contrary to the usual wishes of obese women referred to clinical 
services.
Sixty-two women were randomly assigned to either a cognitive group treatment 
programme (CGT) incorporating a non-dieting approach, regular exercise and 
alternative coping skills (N=21), a behavioural therapy weight loss programme (BT) 
(N=21) or a wait-list control group (WLC) (N=20). Depression, anxiety and eating- 
related psychopathology decreased significantly over the course of treatment in the 
CGT group, with a medium to large effect size (d = 0.6 ), while perceptions of self- 
control increased, although this effect size was weaker (d = 0.4). BT and WLC 
participants showed no significant changes in these variables. Significant amounts of 
weight were lost by women in both active treatment groups, whereas those in the 
control group showed a non-significant increase in weight. There was a medium 
effect size for weight loss in the BT group (d = 0.5) but only a very small one for the 
CGT group (d = 0.1). Despite a weaker effect in the CGT group this finding suggests 
that an improvement in overall psychological well-being need not be at the expense of 
weight loss. Treatment gains were maintained at 6-month follow-up without any 
further intervention. However a high drop-out rate reduced statistical power and 
therefore confidence in these follow-up results. Despite these reservations, this study 
does offer support for the non-dieting approach.
All these non-dieting approaches have a number of common features. An emphasis 
on healthy living and normal healthy eating with moderate exercise. The teaching of 
acceptance and appreciation of natural body shape and size, regardless of fatness.
The breaking of the maladaptive cycle of dieting and overeating that may be 
established. These treatments also focus on improving self-esteem and body image 
and reducing depression. It is obviously early days to extol the virtues of a non­
dieting approach to obesity, but it does have an intuitive appeal, and preliminary 
research findings look promising.
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9 Conclusion
The medical risks associated with obesity are not as clearly defined as the medical 
profession and popular press would have us believe. Where a relationship does exist, 
it is rarely causal and often mediated by other factors. Most risks are increased only 
in severe obesity. Healthy lifestyle changes (for example increased exercise levels or 
decreased saturated fat consumption) can reduce medical risk without weight loss.
Amongst the empirical evidence reviewed, numerous controlled trials have confirmed 
the ineffectiveness of dieting in maintaining weight loss (see section 3.2). Despite 
tremendous efforts, most obese individuals will not maintain a lower body weight 
without committing themselves to a life-long condition of semi-starvation. A 
combination of components from genetic, biological and physiological theories may 
be responsible - obesity is not simply a product of overeating.
Regarding a genetic theory of obesity, the empirical evidence supports two related 
lines of inquiry. Firstly it shows that identical twins reared apart are more similar in 
weight and body fat distribution than non-identical twins reared together. Secondly it 
shows that adoptees weight is closely related to that of their biological parents, but not 
their adoptive parents. These findings have proved a genetic link to obesity which is 
independent of environment. Consequently in clinical practice, weight loss 
programmes for those with a family history of obesity seem futile from the outset. It 
may still be worthwhile to compare treatment outcome data between obese patients 
with and without a family history of obesity, to see if coming from an “obese” family 
reduces success rates further. Armed with these findings appropriate 
recommendations can then be made to patients. The exact mechanism and 
contribution of genetics remains unclear and raises challenging questions for future 
research.
The biological theory of obesity has found some support in research, which has shown 
that reductions in energy expenditure occur when fat stores become low and body 
weight is reduced. This raises an interesting clinical and ethical question: By 
encouraging continued reduction or maintenance of weight loss (i.e. sustained
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restraint) are clinicians driving obese patients towards, rather than away from, 
disordered eating patterns?
Empirical evidence pertaining to a physiological theory of obesity has shown that 
intermittent (or “yo-yo”) dieting can lead to reductions in resting metabolic rate, and 
an increased proportion of body weight that is fat. The clinical implication is that 
treating obesity with dieting emphasises behavioural causes and personal 
responsibility (“anyone can lose weight if they try hard enough”). But restraint may 
result in overeating which will make weight loss and maintenance even more difficult 
over time. More sinister evidence is emerging that long-term weight fluctuations are 
associated with increased mortality from cardiovascular disease, and hence that 
weight loss treatment may be seriously detrimental to health and even result in death.
Severely damaging psychological effects may be experienced by the obese living in 
our society, where they are stigmatised and ostracised because of their body shape. 
Research shows that the obese may suffer psychologically from social pressures to 
achieve thinness, but failed attempts at dieting can result in depression, feelings of 
failure, and being out of control. Clinically, a case can be made for treating severe 
obesity with dietary control. However this should only occur if a positive outcome 
can be guaranteed (which at present it cannot), as failed treatment may be more 
damaging both physically and mentally than no treatment attempts at all.
Ideally the whole of our society should be made aware of the gross injustice the obese 
. have endured during the last century, and also of the perils of dieting. This latter 
aspect is complicated by the multi-million pound revenue generated by the dieting 
industry. As a result there is a massive vested interest in maintaining hope among 
overweight individuals that each new diet holds the key to successful and easy weight 
loss, and producing information which may be biased or economical with the truth. 
Future research may advance knowledge regarding beliefs and causal attributions on 
obesity and dieting held within our society. Attempts to modify dysfunctional 
assumptions by reviewing the evidence and providing education could then be 
evaluated.
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In the meantime, adopting a broader treatment framework for obesity which focuses 
on physical and psychological wellness, rather than weight loss, appears to be the best 
way forward. Empirical evidence is only just emerging on non-dieting programmes 
for obesity and some studies have been uncontrolled. Preliminary indications are that 
non-dieting approaches may be effective in both promoting exercise adoption and in 
significantly reducing psychological distress as well as body weight. If obese 
individuals can enjoy food, health and happiness, as well as their bodies, then we are 
at last making momentous progress.
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PART 1 - ACADEMIC DOSSIER
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Cognitive Behavioural Treatment 
Of
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Preface
In 1995,1 was asked to establish a clinical psychology service to support sleep clinic 
attendees. This speciality was entirely new to me. Prior provision had consisted of 
brief, basic sleep hygiene advice. I was keen to develop and extend the range of 
treatment techniques offered within a cognitive-behavioural framework. As my 
experience in this field grew, I became convinced that behavioural and cognitive 
treatment methods present a favourable option for persistent insomnia. This review 
was performed to see if research findings supported clinical impression.
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Abstract
Objective: Jo  determine the effectiveness of behavioural and cognitive 
treatment techniques for chronic insomnia.
Design: A systematic review of randomised controlled trials (RCTs) where 
available. In the absence of RCTs, case studies and case series were 
considered with caution.
Participants: Patients with primary chronic insomnia.
Measurements: The primary outcome measure used in all studies was sleep 
onset latency (SOL) or time awake after sleep onset (WASO). Total sleep 
time and subjective ratings of sleep quality and satisfaction were included in 
some studies. Effect size was calculated where possible.
Results: Behavioural treatments have been more extensively investigated 
and validated than cognitive techniques. Stimulus control and progressive 
muscle relaxation have had good empirical support as behavioural treatments 
for insomnia. Sleep restriction has less support but is possibly useful. 
Paradoxical intention is the only cognitive technique with reasonable empirical 
support. Thought stopping, cognitive control, cognitive restructuring and 
imagery training still require larger, controlled, comparative trials to clarify their 
use. Individually, they do not yet show established clinical effectiveness. 
Multi-component cognitive-behavioural packages are probably efficacious in 
clinical practice but it is not clear which techniques should be combined for 
maximum benefit. Tailoring treatment has clinical appeal but is not 
recommended by the literature at this time.
Conclusion: \Ne seem to have reached a point at which behavioural and 
cognitive, rather than pharmacological, interventions may become the 
preferred treatments for chronic insomnia. One major reservation is that the 
studies discussed in this review have tended to use patients with primary 
insomnia recruited especially for clinical trials. Replication studies in clinical 
settings such as primary care are required.
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1 Introduction
1.1 Overview
Insomnia is one of the most widespread health problems in our society today. 
Between 20 and 40% of adults report occasional difficulty sleeping, and half of those 
consider insomnia to be a significant problem (Mellinger, Balter and Uhlenhuth, 
1985). Chronic insomnia can be extremely damaging, involving significant psycho­
social, occupational, health and economic repercussions (Stoller, 1994; Simon and 
VonKorff, 1997). Persistent insomnia has been identified as a risk factor for, and a 
precursor of, depression (Ford and Kamerow, 1989; Eaton, Badawi and Melton, 
1995). Despite these alarming findings, relatively little medical attention has been 
given to this issue.
1.2 Definitions and Terminology
Insomnia is a rather heterogeneous complaint reflecting impaired quality, duration, or 
efficiency of sleep. It can involve difficulty initiating sleep (sleep-onset insomnia), 
trouble staying asleep (sleep-maintenance insomnia), or early morning awakenings 
with an inability to resume sleep (terminal insomnia). These sub-types of insomnia 
are not mutually exclusive, for example, the same person may suffer from sleep-onset 
and sleep-maintenance insomnia. Sometimes the primary complaint may be "not 
getting enough proper sleep" (Espie, 1993). The essence of this description is a 
subjective dissatisfaction with the quality and restorative nature of sleep, often 
resulting in daytime fatigue and low energy. Insomnia may be situational (e.g. when 
staying away from home), a condition lasting a few days and often related to stressful 
life events (for example divorce, bereavement, or redundancy), episodic, or evolve 
into a chronic condition persisting for months or years. The diagnostic criteria for 
primary insomnia (DSMIV; American Psychiatric Association, 1994) are laid out in 
Table 1.
Within the treatment outcome literature, the working definition of insomnia often 
involves sleep onset latency (SOL) and/dr wake after sleep onset (WSO) that is 
greater than 30 minutes, with a corresponding sleep efficiency (ratio of time asleep to
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(1) Difficulty initiating or maintaining sleep, or non-restorative sleep, for at least 1 
month
(2) The sleep disturbance (or associated daytime fatigue) causes clinically 
significant distress or impairment in social, occupational, or other important 
areas of functioning
(3) The sleep disturbance does not occur exclusively during the course of another 
mental or sleep disorder, and is not due to the direct physiological effects of a 
substance or a general medical condition.
Table 1 The diagnostic criteria for primary insomnia.
DSM IV; American Psychiatric Association, (1994).
time spent in bed) lower than 85% (Lacks and Morin, 1992). Frequency and duration 
criteria are generally more rigorous, usually involving a minimum of three nights of 
disturbed sleep per week endured for at least six months.
1.3 Causes of Insomnia
Insomnia may result from a range of factors including physical disorders, circadian 
rhythm problems, various substances, psychological factors, adverse sleep 
environment, and poor sleep habits. These are outlined in Table 2.
1.4 Pharmacological Treatment of Insomnia
Drug therapy has been the most frequently used method for treating insomnia to date 
(Bliwise, 1991). Benzodiazepine hypnotics are the most commonly prescribed 
sleeping aids. Whilst they are efficient in reducing sleep latency on a short-term 
basis, decreasing the number and duration of nocturnal awakenings, and increasing 
total sleep time and sleep efficiency (National Institutes of Health, 1984), this is not 
so for chronic insomnia. A number of iatrogenic effects (produced when ill-advised 
treatment causes a worsening in a patients condition), including poor quality sleep 
(Kales and Kales, 1987) and impairment of day-time functioning (Johnson and 
Chemik, 1982) have been observed. The development of tolerance and dependence 
under long-term administration (Espie, 1991), in addition to the occurrence of 
rebound insomnia upon discontinuation of medication (Kales, Soldâtes, Bixler and
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Kales, 1983), are major limitations. Since insomnia is a widespread issue which may 
be detrimental to mental health, the establishment of other effective treatments seems 
essential.
Physical disorders
Circadian rhythm problems
Various substances
Periodic movements during sleep, restless leg 
syndrome, gastro-oesophageal reflux, sleep 
apnoea, fibromyalgia, arthritis, cardiac 
problems, chronic pain
Shift work, je t lag, delayed sleep phase 
syndrome, advanced sleep phase syndrome
Caffeine, nicotine, alcohol, hypnotics, 
tranquillisers, prescription medications, 
substances of abuse
Psychological factors Stress, psychopathology (e.g. depression), 
inactivity, nightmares, reinforcement for 
insomnia
Adverse sleep environment
Poor sleep habits
Noise, ambient temperature, light, sleeping 
surface, bed partner
Extended time in bed, naps, irregular 
schedule, bed as a cue for arousal
Table 2 Causes of Insomnia. 
After Bootzin and Perlis (1992).
Evidence for the utility and versatility of cognitive and behavioural therapy 
techniques for the management of chronic insomnia in adults will be examined in this 
review. Cognitive behavioural therapy (CBT) offers a collaborative approach which 
may allow the patient to develop greater insight into their sleeping difficulties and 
regain control over their sleep patterns. Many people with insomnia are only too 
aware of the hazards of long-term hypnotic use. CBT offers them a more healthy and 
proactive option.
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A few studies have directly compared the separate and combined effects of 
pharmacological intervention with behavioural (McClusky, Milby, Switzer, Williams 
and Wooten, 1991; Hauri and Wisbey, 1993; Milby, Williams, Hall, Khuder, McGill 
and Wooten, 1993) or cognitive-behavioural (Morin, Colecchi, Stone, Sood and 
Brink, 1999) therapies. Collective findings indicate that both treatments could be 
effective in the short-term. Drug treatment may produce faster improvements than 
behaviour therapy, but behaviour therapy is better able to maintain treatment gains in 
the longer term. Participants treated with a combined intervention may attribute their 
initial therapeutic success to the drug alone, but become vulnerable to relapse once 
medication is discontinued (Morin and Wooten, 1996).
A number of review articles and meta-analyses which examine nonpharmacological 
interventions for insomnia have appeared in the literature (Bootzin and Perlis, 1992; 
Morin, Culbert and Schwartz, 1994; Hohagen, 1996; Morin, Hauri, Espie, Speilman, 
Buysse and Bootzin, 1999b). Some of these include discussion of behavioural and 
cognitive techniques as well as other therapies (e.g. bright light therapy, 
hypnotherapy). Others have focussed on behaviour therapy (Engle-Friedman,
Bootzin, Hazlewood and Tsao, 1992; Lichstein and Riedel, 1994). Only one paper 
has dealt with cognitive behavioural management of insomnia specifically (Espie, 
1993). This short paper aimed to give practical advice to the health care professional 
on treating insomnia. Whilst fulfilling this goal admirably, it was not within the scope 
of the paper to cite any research studies which substantiated practical guidelines.
2 Objectives
The objective of this review was to determine the effectiveness of behavioural and 
cognitive interventions in the clinical management of chronic insomnia, by evaluating 
the empirical evidence regarding treatment outcome.
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3 Methods
The relevant literature was identified by a search of computerised databases and 
citations in identified reviews. The databases used were: MEDLINE, EMBASE, 
PSYCHLIT, The Science Citation Index and The Social Science Citation Index 
(1977-1997) using the following key words: insomnia, treatment-therapy- 
intervention, behaviour therapy, cognitive therapy, psychological, non-drug, and non- 
pharmacological. Inclusion criteria were: (a) the main sleep diagnosis was insomnia; 
(b) one of the treatment conditions was cognitive or behavioural; (c) outcome 
measures included at least one of the following variables: SOL, WASO, total sleep 
time or subjective measures of sleep quality; (d) only randomised controlled trials 
(RCTs) were included where possible. In the absence of an RCT for a given 
technique, case studies or case series were noted with caution.
The penultimate draft of this review was written in 1997. Due to an unanticipated 
posting to Australia and consequent suspension of registration, the final draft prior to 
submission was compiled in December 1999. A last search of MEDLINE was carried 
out at this time and revealed two important related publications. The former was a 
review of non-pharmacological treatments for primary chronic insomnia conducted by 
a task force appointed by the American Academy of Sleep Medicine (Morin, Hauri, 
Espie, Spielman, Buysse and Bootzin, December 1999). The second companion 
paper was commissioned by the Standards of Practice Committee of the American 
Academy of Sleep Medicine to produce practice parameters for the non- 
pharmacological treatment of chronic insomnia (Chesson, McDowell Anderson, 
Littner, Davila, Hartse, Johnson, Wise and Rafecas, December 1999). Literature 
reviewed in the first study was analysed and the evidence was graded by previously 
reported criteria of the American Academy of Sleep Medicine, with references to 
American Psychological Association (APA) criteria (see Appendix 1 for criteria). It 
was decided that although this review had been compiled before publication of these 
papers, mention would be made of behavioural or cognitive treatments achieving 
APA approval, whether in line with the findings of this review, or not. In the event 
the findings were complimentary.
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Given that quoting statistical significance alone in the studies reviewed provides no 
indication of how large an effect the experimental manipulation produced, an 
alternative measure - effect size was estimated where possible. Effect size (the 
difference between two means in terms of standard deviations or d) was calculated 
following advice from Clark-Carter (2000). As reported in this paper, Cohen (1988) 
has surveyed research in the behavioural sciences and come to the conclusion that a 
small effect size (in terms of d) would be d=0.2, i.e. just under a quarter of a standard 
deviation, or smaller. A medium effect size would be d=0.5, i.e. half a standard 
deviation, while a large effect size would be d=0.8 or larger, i.e. over three-quarters of 
a standard deviation.
4 A Cognitive-Behavioural Model of insomnia
This model of aetiology distinguishes between predisposing, precipitating and 
perpetuating factors within insomnia. An individual may be predisposed to develop 
insomnia because of high physiological, cognitive or emotional arousal, a pre­
existing affective or anxiety disorder, or because of a family history of insomnia. 
Being female (Morin and Wooten, 1996) or an older adult (Foley, Monjan, Brown, 
Simonsick, Wallace and Blazer, 1995; Morin, Colecchi, Stone, Sood, and Brink;
1999) increases vulnerability to insomnia. Symptoms may be precipitated by a 
variety of factors including psychological stress, such as personal losses through 
separation, divorce or death of a loved one, health or work related stresses, and minor 
physical illness. From a cognitive-behavioural perspective, the aetiological factors of 
primary interest are those that prevent spontaneous resolution of insomnia once 
precipitating factors have been removed, and hence act to perpetuate them. These 
perpetuating factors may be seen as obstructing recovery, and therefore form the focal 
point of treatment. Within the cognitive-behavioural model, a patient’s symptoms, 
distress and disability are viewed as being perpetuated by an interaction between 
psychological and physiological processes (see Figure 1).
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Central to this model is the way a person thinks about sleep loss and its impact on 
their life. For example, if insomnia is regarded by the patient as endangering their 
health or a threat to their ability to function efficiently at work, there may be a number 
of consequences. Firstly, the patient may experience dysfunctional, affect laden 
cognitions (e.g. worry over sleep loss, rumination about daytime functioning, fear of 
losing control). Secondly, increased attention will be paid to gaining sleep, which is 
likely to increase performance anxiety and reduce the likelihood of sleep onset. 
Thirdly, the behaviours adopted to cope with insomnia may be maladaptive in that 
they serve to increase the problem rather than alleviate it (e.g. hypnotic use, spending 
excessive amounts of time in bed, an irregular sleep schedule or daytime napping). 
Finally, other people, including doctors, may respond to the patient in a way that 
intensifies, rather than reduces, their concerns about sleep loss. All these processes 
may become linked in self-perpetuating cycles, as illustrated in Figure 1, and serve to 
perpetuate a problem that might otherwise have only been temporary.
Several main competing models of insomnia aetiology can be integrated within a 
cognitive-behavioural framework. These include the physiological, cognitive, 
emotional arousal, and conditioning models.
The physiological arousal model suggests that autonomic arousal interferes with the 
initiation and maintenance of sleep, and that insomniacs are hyperaroused not only at 
night but also during the day (sleep is associated with reduced autonomic activity). 
This model proposes a possible predisposing factor in insomnia, but certain aspects of 
this model may also act as perpetuating factors (e.g. muscle tension, increased heart 
rate). Interventions aimed at lowering physiologic arousal (e.g. progressive muscle 
relaxation) are promoted by this model.
The cognitive arousal theory in contrast assumes that cognitive rather than 
physiological arousal causes insomnia. Cognitive arousal might be negative (e.g. 
worry, rumination), neutral (e.g. racing or intrusive thoughts, planning or analysing), 
or even positive (e.g. exciting thoughts). According to this model, extreme cognitive 
activity of any type interferes with the sleep process. This model might account for 
predisposing, precipitating or perpetuating factors. Interventions based on this model
43
would be aimed at controlling excessive pre-sleep cognitive arousal (e.g. thought 
stopping, imagery training and cognitive control).
Building on this cognitive arousal model, the emotional arousal model postulates that 
the affective content of cognitions (beliefs, expectations or attributions) are more 
important perpetuating factors in insomnia than the rate of cognitive activity per se. 
Exposure and sensitivity to stressful events (precipitating and predisposing factors), as 
well as usual coping mechanisms (predisposing factors), may also affect emotional 
arousal. Cognitive restructuring is a treatment technique which would fit within this 
model.
The conditioning model proposes that classical and operant conditioning principles 
are instrumental in establishing good sleep patterns, and are equally important 
perpetuating factors in the inability to initiate or maintain sleep. The behavioural 
therapy stimulus control was formulated by Bootzin (1972) on the basis of 
conditioning principles (see 3.1.4).
Each of the models reviewed above has sound theoretical backing, and provides a 
clinical rationale which would support various cognitive and behavioural treatment 
techniques for insomnia. The literature supporting the various theories has not been 
examined here, as it could in itself constitute another full literature review, but a good 
summary can be found in Morin (1993). Insomnia is a multifaceted disorder, not a 
unitary problem, and the models outlined above are generally complementary. 
Consequently they can be synthesised within a cognitive-behavioural framework 
rather than being viewed as mutually exclusive.
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Predisposing
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Perpetuating
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Figure la  A cognitive-behavioural model of insomnia
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Figure lb  Cognitive, behavioural and cognitive-behavioural treatments for insomnia
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3 Practical management of insomnia
3.1 Behavioural techniques
These techniques are aimed at reducing maladaptive behaviours which are 
incompatible with sleep (e.g. spending excessive time in bed, having an irregular 
sleep schedule, daytime napping, muscle tension), or increasing discriminative cues 
for sleep (e.g. associating bed with drowsiness and sleep onset).
3.1.1 Sleep Hygiene
The term “sleep hygiene” has generally been used in the research literature to describe 
an individual’s preparation of himself or herself, and of the sleep environment for 
sleep (Espie, 1991). “Sleep hygiene” as a label is sometimes used interchangeably 
with “non-specific treatment” for insomnia (i.e. offering just information and advice 
rather than treatment). Non-specific treatment of insomnia embraces three main 
areas. Firstly, it applies to the patient’s understanding of sleep processes, functions 
and needs. Secondly, it aims to increase positive health behaviours that may promote 
sleep and decrease behavioural practices that may have an adverse effect upon sleep. 
Thirdly, non-specific treatment helps the individual to prepare a sleep environment, 
which is conducive to sleep (e.g. warm, comfortable and not over stimulating to the 
senses).
The distinction between advice and treatment is somewhat discretionary, but for the 
sake of clarity, sleep hygiene shall be included here with behavioural techniques.
Some sleep hygiene components (see above) fit within a behavioural model. For 
example sleep hygiene education may mean that a behaviour (such as taking exercise) 
occurs more frequently because it is followed by positive consequences (i.e. better 
quality sleep), or a behaviour (for example excessive caffeine use) decreases in 
frequency because it is followed by an aversive event (i.e. delayed sleep onset). 
Typical sleep hygiene advice is shown in Table 3.
Sleep hygiene knowledge and practice should routinely be explored with patients 
suffering from insomnia in order to exclude any unhelpful behaviours. The majority 
of patients referred to a specialist sleep clinic would already be well informed in this
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domain, following advice from their GP, media reports, self-help manuals or just 
good common sense.
Only three studies appear to have evaluated sleep hygiene in isolation. In a study of 
sleep maintenance insomnia, Schoicket, Bertelson, and Lacks (1988) found that sleep 
hygiene information did indeed produce a reduction in certain sleep maintenance 
variables (WASO (min), number of awakenings, durations of awakenings) All three 
treatments performed similarly on sleep-maintenance variables with only a small 
effect size (under a quarter of a standard deviation) between them (e.g. for WASO, 
d=0.2; ). Even so, patients who only received sleep hygiene instruction were less 
satisfied with their treatment, and were more likely to believe that they had not 
improved, compared with patients in the
Caffeine This is a stimulant drug found mainly in coffee, and in smaller 
quantities in tea, "cola" and chocolate. Sensitivity to caffeine 
varies greatly. Some people’s sleep will suffer markedly from 
even small amounts of caffeine. It is recommended that intake be 
moderated.
Alcohol Regular use as an hypnotic disrupts sleep pattern. A hot, milky 
drink is better.
Diet If needed a light snack before bedtime is fine, but heavy meals and 
excessive fluid intake should be avoided.
Naps Avoid day-time napping as this may result in night-time sleep 
being light, restless, and subject to multiple awakenings.
Exercise Exercise taken in the late afternoon or early evening may promote 
sleep. Avoid exercise near bed-time. Fit people have better 
quality sleep.
Environm ent Make sure your bed and mattress are comfortable. Room 
temperature should be around 18°C (65°F). Most people adapt to 
noise unless it is acutely intrusive.
Table 3 Sleep Hygiene Guidelines.
After Espie (1993) and Lichstein and Riedel (1994).
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two other behavioural treatment groups. Eighty percent of the sleep hygiene group 
continued to perceive themselves as insomniacs at follow-up as opposed to 50% of 
those in the stimulus control or meditation groups. In clinical practice subjective 
satisfaction with sleep is probably the most important treatment outcome measure, so 
this finding contradicts the use of sleep hygiene alone.
Engle-Friedman, Bootzin, Hazlewood and Tsao (1992) carried out an evaluation of 
behavioural treatments with older adult insomniacs, aged 47 to 76 years. They 
compared sleep hygiene alone with two other treatment groups combining sleep 
hygiene with either progressive muscle relaxation or stimulus control, as well as a 
measurement control group (participants in this condition completed all 
questionnaires, daily sleep measures, and had their sleep assessed 
polysomnographically in the same way as those in the active treatment groups then 
they were later randomly assigned to one of the treatment groups). A significant 
reduction in SOL and number of awakenings was found in all three active treatment [ 
groups and the measurement control group. The results in this study are not presented 
in a format that permits further statistical evaluation (N is not mentioned for 
individual groups, there is an absence of raw data, there are no tables) and support for 
the use of sleep hygiene as a therapy in its own right is unconvincing.
The stimulus control/sleep hygiene group was the most effective technique for 
improving sleep long-term. At two-year follow-up those participating in this 
condition reported shorter SOL’s and higher subjective sleep quality than the other 
groups. It is not clear whether stimulus control either alone, or in combination with 
sleep hygiene techniques, is the successful treatment component.
Three behavioural treatment groups for insomnia were compared by Guilleminault, 
Clerk, Black, Labanowski, Pelayo and Claman (1995). They classified treatment A as 
sleep hygiene only; treatment B as sleep hygiene with bright light therapy; and 
treatment C as sleep hygiene with a exercise programme. Improvements in total sleep 
time (TST) and SOL were found in all three conditions, but only reached significance 
for treatment B. Although some aspects of the study showed rigorous methodology, 
for example subjective ratings were corroborated by actigraphy (a piece of equipment
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worn like a watch which measures activity levels continuously), for our purposes 
there is one major methodological flaw. There is a conflict of definitions between 
these authors and the conventional understanding of sleep hygiene. Although 
treatment A is termed sleep hygiene only, close inspection of the methods section 
reveals that this sleep hygiene package actually contains instructions akin to stimulus 
control (see Table 4):
Dealing with tension and developing relaxation skills
(1) Wind down during the second half of the evening. The body requires rest as 
well as sleep.
(2) Set a work/activity deadline 90 minutes before usual bedtime
(3) Practise a relaxation routine when in bed:
• Concentrate on breathing. Try to breathe deeply and slowly. Repeat 
sub vocally "in" and "out" to respiration.
• Tense and relax major voluntary muscle groups in turn interspersed 
with breathing exercises. (Muscle groups comprise arms, neck and 
shoulders; face and eyes; stomach and back; legs.)
• Take the exercises slowly. Do not over tense muscles. Relaxation is 
about "letting go".
(4) (4) Practise the relaxation routine at other times of the day. Try to develop 
this as a skill.
Table 4 Guidelines for dealing with tension and developing relaxation skills 
From Espie (1993).
"Treatment A consisted o f  sleep hygiene recommendations: subjects were asked 
to select a bedtime and wake-up time, which allowed a minimum o f 8 hours total 
sleep time. I f  sleep did not occur within 10 minute, subjects were to get up, leave 
the bedroom, sit in an armchair and read a non-stimulating book. Food and 
drink intake was forbidden, as was the use o f the television or radio. Subjects 
were asked to go back to bed when they fe lt sleepy, and to try to fa ll asleep again; 
if  sleep did not occur, the cycle was started again in a quiet, comfortable, 
darkened room " (Guilleminault et al., 1995 pp840)
For this reason, the study by Guilleminault e t al. adds little to the debate over the 
value of using sleep hygiene techniques in isolation. There is insufficient evidence to 
recommend the use of sleep hygiene techniques on their own to treat chronic
50
insomniacs. Whilst unlikely to be directly causing insomnia, inadequate sleep 
hygiene knowledge could exacerbate an existing problem or hinder treatment 
progress. For this reason it would seem prudent to cover any sleep hygiene 
difficulties with new patients.
3.1.2 Sleep restriction therapy
This procedure, outlined by Speilman et a l (1987), consists of limiting the time spent 
in bed to the actual time asleep. Poor sleepers frequently increase the number of 
hours that they spend in bed in a misguided effort to provide more opportunity for 
sleep. This treatment fits within a behavioural model by suggesting that partial sleep 
deprivation may consolidate sleep directly, produce daytime fatigue which dampens a 
chronic state of hyperarousal or reduces maladaptive conditioning because less time is 
spent lying awake in bed. Designated sleep-period durations (from bedtime to arising 
time) are based on reported sleep times from daily diaries from the previous week.
For example, if a patient reports sleeping an average of six hours a night out of eight 
hours spent in bed during baseline recordings, then initially time spent in bed would 
be restricted to six hours. Weekly adjustments are then made, and time in bed is 
gradually increased as long as sleep efficacy is maintained (usually measured as at 
least 80% of time in bed spent sleeping).
Since Speilman et a l pioneered sleep restriction therapy, and found that sleep efficacy 
could be increased by 20%, there have been no other studies of insomnia in younger 
adult populations using this treatment in isolation. In a study of insomnia in the 
elderly, Friedman, Bliwise, Yesavage and Salom (1991) found that sleep efficacy 
could be improved by 24% using sleep restriction. A number of research groups 
(such as Morin et a l, 1994) have used sleep restriction therapy within a multi- 
component approach for insomnia. These researchers found that at baseline only 25% 
of patients had a sleep efficacy within the normal range, but that this had increased to 
64% on post-treatment measures. A recurrent problem with multi-component design 
is that we are not able to ascertain to what extent sleep restriction contributed to these 
gains. While sleep restriction has as yet uncertain clinical use, and may not 
necessarily entail a reduction in time awake, it does mean that waking hours can be 
used more productively, and time in bed should be spent asleep. Sleep restriction
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meets the American Psychological Association (APA) criteria for a probably 
efficacious psychological treatment for insomnia (Chesson et a l, 1999).
3.1.3 Progressive muscle relaxation
This procedure aims to reduce somatic arousal (e.g. muscle tension). It involves 
tensing and relaxing the body’s main muscle groups in sequence, whilst focusing on 
and contrasting the somatic sensations of tension and relaxation (see Table 4). 
Progressive muscle relaxation (PMR) has its origins in behavioural therapy where it 
was found to be mutually antagonistic or reciprocally inhibiting with conditioned 
fear. Some patients who have difficulty sleeping report increased anxiety and bodily 
tension as bedtime approaches. Since relaxation - a basic prerequisite for sleep - is 
incompatible with tension, it may encourage both sleep onset and maintenance.
Although PMR is a behavioural technique, it seems likely that there are cognitive 
aspects within it. For example, mastering the skill of relaxation may increase patients 
perceived sense of control over their insomnia and aid sleep via a cognitive route.
Progressive muscle relaxation (PMR) appears to be the most extensively evaluated 
behavioural treatment technique for insomnia, both singularly and in combined trials. 
Many studies have demonstrated the benefits of progressive muscle relaxation for 
reducing sleep onset latency (SOL). For example Nicassio, Boylan and McCabe
(1982) showed a 55 minute reduction in estimated sleep latencies over a six week 
treatment programme in subjects assigned to a PMR group, as compared with a 9 
minute reduction in the no-treatment control group. This was a strong effect size 
(d>0.8).
Taking this comparison one step further, Woolfolk and McNulty (1983) compared 
four relaxation treatments for sleep onset insomnia with a waiting-list control. The 
treatment conditions were: (i) imagery training; (ii) imagery training with muscle 
tension-release; (iii) somatic focusing and (iv) PMR. They found all four of their 
relaxation treatment groups to improve SOL compared with controls. The mean SOL, 
across all four relaxation therapies, was reduced from 103 minutes pre-treatment, to 
62 minutes at week 4. There was a medium effect size (d=0.5) on reduction in SOL
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for PMR compared with controls. There was however no evidence for the supremacy 
of PMR over the other relaxation groups in this clinical trial. Woolfolk and McNulty
(1983) do make a suggestion about the role of cognitive factors within relaxation 
treatment. They found relaxation treatments to produce significant reductions in pre­
sleep cognitive activity while failing to achieve as powerful an impact on bodily 
tension. They proposed that directing attention away from pre-sleep cognitive activity 
might play an important role in the relaxation treatment of insomnia. The authors 
tentatively conclude that: “our data appear to indicate that changes in cognitive activity 
prior to sleep are more likely to facilitate reduction o f sleep-onset latencies than is reduction 
of bodily tension. ” (Woolfolk and McNulty, 1983 pp502).
Whilst PMR may reduce SOL compared with non-treatment control groups, evidence 
for the superiority of progressive muscle relaxation over placebo interventions is less 
conclusive. Some earlier controlled trials demonstrated reductions in sleep onset 
latency which were much greater in PMR than placebo control groups, but these have 
not been reproduced more recently. Lick and Heffler (1977) reported that PMR 
training procedures were significantly more effective than placebo in modifying 
several parameters of sleeping behaviour including; SOL (33 minute reduction vs. 3 
minute reduction and a very large treatment effect (d=1.4, over one standard deviation 
apart)); number of hours slept; quality of sleep; and feelings on awakening.
Treatment also reduced medication usage and symptoms of anxiety. Likewise, Turner 
and Ascher (1979) showed a 35 minute reduction in SOL in the PMR group compared 
with only a 13 minute reduction in their placebo group (this translated as a strong 
effect size of nearly one standard deviation difference (d=0.9)).
One explanation for the supremacy of PMR over placebo control groups in these 
earlier studies surrounds the nature of the control intervention. In Lick and Heffler’s 
(1977) study the placebo group received electric shocks. Participants were told that 
through a process of punishing unconscious autonomic responses, the firing of their 
autonomic nervous system would be modified and the subject’s sleeping behaviour 
would improve. Since shocks were randomly allocated, participants may have 
experienced “learned helplessness” perceiving their behaviour to have no influence on 
aversive consequences in the laboratory, or sleep onset at home.
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Whilst Nicassio et al. (1982) found PMR to be superior to a non-treatment control 
group, the statistical significance of PMR was not maintained when compared to 
EMG biofeedback and a biofeedback placebo group. This placebo group was given 
non-contingent bogus feedback from the counter which showed (false) dramatic 
reductions in tension over each session. Participants in this group also received 
positive feedback regarding their progress from the therapist (also false). EMG 
biofeedback may share some mechanisms with PMR in that it encourages release of 
muscular tension and distraction from cognitive arousal. Nicassio and colleagues 
proposed that one explanation for the effectiveness of the placebo manipulation in 
their study may be attributed to the strong immediate suggestion that relaxation was 
occurring. This could be viewed as supporting the notion that cognitive factors (such 
as perceived control) may act upon a behavioural model of relaxation. The positive 
experience of participating in this control group is in stark contrast to that in which 
participants received shock treatment (Lick and Heffler (1977) described above) and 
may account in part for the inconsistency across studies regarding the supremacy of 
PMR over placebo control groups. The crux of the issue appears to be that this will 
depend on the type of placebo intervention, and whether it shares similar mechanisms 
to relaxation.
With regard to comparisons of PMR with other behavioural or cognitive therapies for 
insomnia, stimulus control shows superiority over PMR in some outcome measures. 
Lacks, Bertleson, Gans and Kunkel (1983) showed no significant differences among 
three treatment groups (PMR, stimulus control and paradoxical intention) and a 
placebo control group in SOL at baseline. However after three weeks of treatment 
SOL was significantly lower in the stimulus control group (there was a very strong 
treatment effect (d=1.0)), but reductions in SOL between the other treatment groups 
(including PMR) and the control group were not significant. Another study to find 
relaxation therapies to be less effective than stimulus control as a treatment choice for 
chronic insomnia was Espie, Lindsay, Brookes, Hood and Turvey (1989). They found 
that with regard to SOL, stimulus control was the only treatment to demonstrate 
statistical superiority over control techniques. Raw data is not presented for the 
control groups precluding absolute effect size calculations.
54
The stimulus control instruction “Go to bed only when sleepy tired” may in itself be a 
virtual guarantee of reduced SOL, as patients generally go to bed later following this 
instruction. Lacks, Bertleson, Gans and Kunkel (1983) aimed to include clinically 
relevant outcome measures (e.g. the percentage of participants who made any gains at 
all). They stated that all the treatment strategies produced positive change on this 
measure. Stimulus control made by far the most substantial clinical impact (the 
percentage of improved participants was 93% for stimulus control and ranged from 
57% to 68% for the other three groups) but improvement is only evaluated in terms of 
SOL reduction. If other outcome measures apart from SOL are evaluated (e.g. 
perceived quality of sleep) PMR may appear superior to stimulus control. Espie et a l 
(1989) found that PMR improved perceived sleep quality such as “sleep enjoyment” 
and “restedness”. They also found generalisation to day-time measures of 
concentration and general well-being which did not take place in the stimulus control 
group.
Tentative suggestions regarding the mechanism by which PMR acts are proposed by 
Espie and colleagues. Firstly, patients may become less concerned about their sleep 
pattern and learn to value a state of relaxation, even if not sleeping. Secondly, PMR 
may lead to improved quality of sleep that is attained, either objectively (e.g. an 
increased proportion of stage 3/4 or deep sleep) or subjectively (e.g. feeling more 
refreshed). Finally, as discussed above, these authors recognise that PMR may 
provide patients with a self-control skill, which aids day-time functions. These 
explanations are almost exclusively cognitive in nature and indicate that although 
PMR was developed as a behavioural technique (hence the inclusion in this section) 
clinical trials suggest that cognitive aspects may be important in explaining the 
usefulness of PMR in chronic insomnia. Focusing on reduced SOL alone may also 
underestimate the clinical usefulness of PMR when compared with stimulus control.
3.1.4 Stimulus control therapy
Based on conditioning principles, Bootzin formulated the stimulus control paradigm 
(Bootzin, 1972; Bootzin and Nicassio, 1978). He hypothesised that for good sleepers, 
various stimuli (e.g. the bed, bedroom or bedtime) have acquired discriminative 
control, i.e. they are potent cues associated with drowsiness and sleep onset.
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Conversely for poor sleepers the same stimuli are often associated with frustration, 
arousal and sleeplessness. According to this model when situational (bed/bedroom) 
and temporal (bedtime) stimuli are repeatedly paired with sleep-incompatible 
activities, these stimuli gradually lose their discriminative properties previously 
associated with sleep. For example, if an individual regularly engages in non-sleeping 
activities (e.g. working, eating, listening to the radio, reading, watching television) in 
the bedroom, these cues are no longer associated with sleep. Similarly, an individual 
who uses bedtime to review events of the day, solve problems, or worry about the 
inability to sleep, eventually associates bedtime with frustration and sleeplessness.
This range of stimuli then lead to a conditioned arousal which may be manifested as 
physiological, cognitive, or emotional activation, all of which are sleep incompatible.
The stimulus control approach is intended to reduce sleep-incompatible behaviour, 
and to re-establish the bedroom as a discriminative stimulus for sleep, by curtailing 
such behaviours and regulating the sleep-wake cycles. Typical guidelines for this 
treatment method are shown in Table 5.
There is consistent and strong evidence for the efficacy of stimulus control therapy as 
a treatment for insomnia. The literature has uniformly demonstrated stimulus control 
to be better than no treatment for curtailing sleep latency (e.g. Puder, Lacks, Bertelson 
& Storandt, 1983). Furthermore, there are many studies comparing stimulus control 
with placebo treatments which have confirmed the superiority of this technique for 
reducing SOL (e.g. Turner and Ascher, 1979). Taking these findings one step further, 
several research groups have found stimulus control to be more effective than other 
behavioural or cognitive treatment conditions. Espie et a l  (1989) showed stimulus 
control to reduce SOL by 52 minutes, with paradoxical intention and relaxation 
therapy producing reductions of 37 minutes and 33 minutes respectively. As 
discussed above (see PMR section) if outcome measures other than SOL are 
addressed stimulus control may not perform so well. A perceptive comment was 
made by Espie and colleagues: “If complaints are based upon lack o f restedness and 
impairment of day-time functioning, for example, stimulus control may miss the mark, in spite 
of likely benefits to sleep pattern. "(Espie et a l, 1989 pp 87).
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Establishing an optimal sleep pattern
(1) Go to bed only when "sleepy tired"
(2) Do not use your bed or bedroom for anything but sleep (or sex). Avoid 
eating, watching television or working in the bedroom as these are waking 
activities.
(3) Put the light out immediately you retire.
(4) If you do not fall asleep within twenty minutes, get out of bed and sit and 
relax in another room. Go back to bed only when you feel "sleepy tired" 
again.
(5) If you do not fall asleep quickly upon returning to bed, repeat step (4) as 
often as is required, and also if you have any long awakenings.
(6) Set your alarm clock for the same rising time every day regardless of the 
amount of sleep you have obtained. This "anchor" should reflect your 
daytime/wake schedule.
(7) Do not nap during the day, or take recovery sleep to compensate for a 
previous bad night.
(8) Follow the programme rigidly for several weeks to establish an efficient and 
regular pattern.
Table 5 Stimulus Control Instructions.
After Bootzin, Epstein & Wood (1991 ) and Espie (1993).
In addition to reductions in SOL, stimulus control has been found to reduce the 
frequency and duration of awakenings in sleep maintenance insomnia more than non­
treatment (d=1.5) or placebo (d=0.5) conditions (e.g. Lacks, Bertelson, Sugerman and 
Kunkel, 1983; Morin & Azrin, 1987). If one had to select a singular cognitive or 
behavioural therapy for insomnia, there appears to be consensus that stimulus control 
would be the best treatment choice (Bootzin and Perlis, 1992; Lacks and Morin, 1992; 
Morin et a l, 1999b). Stimulus control also meets the American Psychological 
Association (APA) criteria for empirically supported psychological treatments for 
insomnia (Chesson et al., 1999). Nevertheless, it is worth bearing in mind that whilst 
stimulus control may be effective in habit restructuring, patients may not necessarily 
become more contented with their sleep.
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3.2 Cognitive techniques
The cognitive model of insomnia emphasises thinking, styles of thinking, and mood, 
and how these relate to sleep pattern and quality (Espie, 1991). In considering this 
model it should be recognised that there are two different, yet interrelated, aspects to 
psychological arousal processes. Firstly information processing in the brain may be 
associated with strictly cognitive (non-affect laden) arousal, i.e. mental acuity. 
Secondly there may be emotional arousal that either results from, or directly causes, 
mental processes. Here the cognitions are affect laden. The cognitive techniques 
examined in this section aim to reduce either cognitive or emotional arousal.
Despite abundant evidence for the importance of cognitive factors in insomnia (e.g. 
Campbell and Webb, 1981; Gross and Borkovec, 1982), there has been little attention 
given to the development of cognitive interventions. The most frequently cited 
techniques are outlined below but, since this area is in its infancy, outcome data and 
R C T s are sparse.
3.2.1 Thought stopping
Levey, Aldaz, Watts and Coyle (1991) observed that many patients with insomnia 
complain of being unable to "switch off" unwanted thoughts, and having an 
overactive mind. They have proposed the value of a cognitive technique called 
articulatory suppression (derived from Baddeley, 1986). The procedure involves 
repeating a small set of phonemes at an appropriate rate in competition with the on­
going thoughts. Levey and colleagues have generally used the neutral single syllable 
word "the". Variations (e.g. in articulation, pacing or pitch) can be made. Thought 
stopping and articulatory suppression are purely blocking techniques. Consideration 
is not given to the nature of the thought content, either in terms of its importance to 
the individual or of its rationality. These techniques fit within a cognitive model by 
assuming that sleeplessness can be caused by unwanted mental activity and, if such 
activity can be blocked then normal sleep will be resumed. Other techniques based on 
this principle (such as generating alphabetical word lists within certain categories e.g. 
countries or animals) can be used. The basic tenet is to increase minimal cognitive 
load along a continuum which must fall short of producing arousal levels which are
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incompatible with sleep (Levey et a l, 1991). Thought stopping is appropriate for 
repetitive but non-affect laden (i.e. not related to anxiety or depression) cognitions.
Sanavio (1988) investigated the importance of pre-sleep intrusions in the treatment of 
sleep-onset insomnia. Participants were assessed on a pre-sleep cognitive intrusion 
inventory and divided into high and low scorers. Within these groups participants 
were randomly assigned to either a cognitively focused programme (consisting of 
thought stopping, cognitive restructuring and paradoxical intention) or a 
psychophysiologically focused method (EMG-biofeedback training). Both groups 
resulted in significant improvement in SOL, pre-sleep tension, hours of sleep and 
sleep quality. Predictably, a greater reduction in pre-sleep intrusions was shown in 
patients treated with the cognitive programme, and a greater reduction of pre-sleep 
tension in patients trained in biofeedback. Interestingly the matching of treatment to 
patient’s claims of cognitive hyperarousal had no differential effect on outcome 
variables (i.e. high scorers on the pre-sleep cognitive intrusion inventory improved 
equally well when assigned to the EMG-biofeedback condition as to the cognitive 
programme). This would suggest that both cognitive and behavioural treatments 
promote mastery over pre-sleep arousal, but precisely how this is acquired is unclear.
The ability to evaluate the independent contribution of thought stopping within the 
cognitive package is not possible in this design. Levey, Aldaz, Watts and Coyle 
(1991) investigated articulatory suppression alone as a treatment for insomnia, yet this 
research consisted of an uncontrolled case series and a single-case experiment. For 
this reason findings need to be considered as preliminary. They found that this 
method is more effective with sleep-maintenance insomnia than with sleep-onset 
insomnia, and propose that intrusions in the middle of the night are initially less 
coherent and more susceptible to blocking by articulatory suppression. More 
controlled trials using this technique are required to confirm its clinical usefulness.
3.2.2 Cognitive control
This cognitive treatment was devised Espie & Lindsay (1987) and originally termed 
“worry control”. The technique is based on the premise that some patients report 
using time in bed to deal with problems of daily living. For many busy people
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bedtime may be the first opportunity they have had to think through the events of the 
day, evaluate successes and failures, and plan ahead for the next day or the future. 
There is nothing wrong with this process per se, but the timing is inappropriate for 
those who have difficulty sleeping. It may also be indicative of a time-pressured and 
stressful lifestyle, which may need to be addressed separately, perhaps by stress 
management training. Although the content of the thoughts may or may not be 
worrying in nature, within the confines of a cognitive model this approach is pre­
emptive, aiming to intercept intrusive cognitions which may increase pre-sleep 
arousal and inhibit sleep. Details of this technique are laid out in Table 6.
Whilst outcome studies of cognitive control are lacking, there is relevant experimental 
evidence which underpins the reasoning for such a technique. For example, Gross 
and Borkovec (1982) found that cognitive arousal can interfere with sleep onset, even 
in good sleepers. Subjects who were told that they would have to present a speech on 
a given topic when they woke from a daytime nap, took twice as long to fall asleep as 
control subjects. Hence an approach which encourages planning and rehearsal well 
prior to bedtime may be wise.
Espie and Lindsay (1987) published a single case report using this technique. They 
found a significant reduction in WASO in their insomniac patient, from a mean 
baseline score of 52 minutes to 14 minutes during cognitive control. This 
improvement was maintained at 12-month follow-up. Another single case study has 
been reported by Levey et al. (1991). This treatment design consisted of a four phase 
intervention: (1) sleep hygiene and stimulus control; (2) PMR; (3) cognitive control; 
(4) articulatory suppression. Analysis of variance of SOL data revealed a non­
significant trend towards improvement across the nine-week experimental period. 
Moreover, cognitive control produced the lowest SOL of any phase.
Cognitive control has a common sense, problem-solving appeal, and may have 
clinical use for insomniac patients reporting these particular planning and rehearsal 
routines at bed-time. However, although these two single-case studies indicate 
possible benefits of cognitive control, larger, controlled trials are required to confirm 
this.
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Rehearsal and Planning Sessions
(1) Set aside 20 minutes in the early evening, after your meal.
(2) Sit in a quiet room. Have pencil and notebook to hand.
(3) Treat this session as the pivotal point between day activities and evening time
(4) Reflect on the day past. Consider achievements in relation to objectives. 
Encourage yourself with achievements.
(5) Consider problem areas and loose ends. Reallocate time to deal with these. 
Do not do the actual work. Note the decisions reached.
(6) Consider also any other matters, which may intrude on the sleep period -  for 
example, emotional, financial, or other worries. Write down the next positive 
step of action to take and when you will take it.
(7) If when in bed new thoughts intrude, "refer" them on to the next day
Table 6 Guidelines for rehearsal and planning sessions.
From Espie (1993).
3.2.3 Imagery training
Whereas thought stopping techniques may have a place in dealing with repetitive but 
non-affect laden thoughts, imagery training might be more appropriate for coping 
with agitated, unfocused, flitting thoughts. This approach requires patients to focus 
their attention on an image of a pleasant scene (e.g. a tropical beach or beautiful 
garden) or a neutral object (e.g. a vase). Attention is maintained by teaching patients 
to concentrate on particular sensations associated with the image (e.g. the feel of 
warm sun on skin, or the heady scent of roses) or special characteristics (e.g. shape 
and colour) of the image (Woolfolk and McNulty, 1983). Imagery training relies 
upon visualisation and distraction from negative preoccupying images and thoughts. 
To imagine a pleasing scene or neutral object provides the insomniac with a 
consistent theme for selective attention. Within a cognitive model, imagery training 
appears to act as a competing response to fleeting thoughts, which flit from topic to 
topic, without needing to actually process and resolve the intrusive thought content. 
Imagery training may also benefit relaxation, and assist sleep onset via this route.
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Woolfolk and McNulty (1983), in an influential component analysis of relaxation 
treatments for insomnia, found imagery training could successfully reduce sleep-onset 
duration. Two of the active treatments involved visual focusing techniques. Imagery 
training (alone) consisted of visualisation of common neutral objects but avoided 
concentration upon somatic sensations. Imagery training plus PMR involved 
substituting object imagery (as above) in place of somatic focusing during PMR. The 
other two treatment groups involved somatic-focusing techniques (see p41 for 
details). The results from this study have been viewed as supportive of the cognitive 
hyperarousal view of insomnia since only the two imagery training treatment groups 
reduced SOL significantly more than the control group under counterdemand 
instruction (i.e. told not to expect improvement at this stage). Significant gains were 
also made in counterdemand in subjective ratings of ability to control intrusive 
thoughts. There was no significant difference in scores on measures of global 
anxiety at post-treatment, suggesting that the treatment effects were specific to bed­
time intrusive thought. Data collected at six month follow-up indicated that, whereas 
PMR and somatic focusing groups had relapsed to pre-treatment levels, the imagery 
training groups had not only maintained improvement, but had further reduced SOL 
from post-treatment levels. This study is exemplary in design, but in isolation 
provides insufficient evidence to recommend imagery training at this time.
Thoresen, Coates, Kirmil-Gray and Rosekind (1981), in three controlled case studies 
of sleep-maintenance insomniacs, used imagery training within a predominantly 
cognitive treatment package which was sequentially applied (PMR, cognitive 
restructuring, imagery training and problem solving). This study will not be discussed 
in detail because the lack of reported process measurement makes it unworkable to 
identify the relative contributions of the different elements of treatment. A more 
recent randomly controlled trial (Morin and Azrin, 1987) compared imagery training 
with stimulus control to a non-treatment control condition for sleep-maintenance 
insomniacs. The imagery training technique used the same procedure as described 
above (Woolfolk and McNulty, 1983). They found that stimulus control was more 
effective than either imagery training or no treatment in reducing both the frequency 
and duration of night-time awakenings. Although imagery training had minimal 
effect on both sleep measures during treatment, substantial reductions over baseline
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levels were shown at 12-month follow-up. Means and standard deviations for 
treatment groups at each stage are not given, so effect size cannot be calculated. The 
authors suggest that the gradual post-treatment to follow-up improvement obtained 
with imagery training indicate that both treatments might be efficiently combined to 
maximise sleep improvements. This may be framed as a hypothesis for future study 
but cannot be taken as a conclusion.
Imagery training, as with some of the other techniques described above, has 
insufficient supporting evidence for it to be recommended as a stand-alone treatment 
for insomnia. Outcome ratings by patients spouses (or significant others) have shown 
that those in imagery training groups were not perceived to have improved. Patients 
own outcome ratings indicated that those undergoing imagery training were 
significantly less satisfied with their progress than those who had stimulus control 
training (Morin and Azrin, 1988). These ratings should not be taken lightly as in 
clinical practice, subjective perceptions of improvement are paramount.
3.2.4 Paradoxical intention
This technique is based on the rationale that patients can become completely 
preoccupied with worries about getting to sleep, and fears about the consequences for 
their performance the following day if they do not sleep. Insomniacs are in this case 
instructed to stay awake as long as possible (seeTable 7). Paradoxical intention (PI) 
endeavours to reduce anticipatory anxiety associated with "trying" to fall asleep. This 
method aims to undermine the notion that increased effort to obtain sleep (which is in 
itself inhibitory) can overcome failure to achieve sleep. Paradoxical intention is the 
only cognitive technique which does not explicitly aim to limit or reduce cognitive 
intrusion. There is some overlap with cognitive restructuring as the technique 
encourages individuals to reformat their beliefs and expectations about sleep 
processes.
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A paradoxical intention programme for insomnia
(1) When you go to bed lie down in a comfortable position and put the light out.
(2) In the darkened room try to keep your eyes open rather than closing them. 
Each time they feel like closing tell yourself “it would be good to keep them 
open for another little while”. —
(3) As time goes by congratulate yourself on your success at remaining awake. 
Remind yourself that it is comfortable in bed and that relaxing is good even if 
you are not asleep.
(4) If you are worried or irritable at not sleeping remind yourself “the plan is to 
remain awake so I’m doing fine.”
(5) Try to stay awake as long as you can.
(6) Do not, however, use active methods to stay awake such as reading or 
physical movement. The idea is to resist sleep-onset gently but persistently.
Table 7 Procedural instructions for patients following 
a paradoxical intention programme for insomnia. 
From Espie (1991).
The first researchers to carry out a well controlled comparative trial of PI were Turner 
and Ascher (1979). They aimed to provide an initial experimental investigation of the 
efficacy of paradoxical intention for the treatment of insomnia by comparing this 
technique with two more established procedures (i.e. stimulus control and PMR). All 
three of their active treatment groups produced similar improvements in SOL and 
WSO, indicating that PI performed as effectively as stimulus control and PMR. In the 
PI group a mean reduction in SOL of 33 minutes was shown. This translated as a 52% 
clinical improvement from baseline. Unfortunately, Turner and Ascher did not report 
any process data, so it is not possible to determine at what point during treatment 
significant therapeutic effects emerged. Also, follow-up data was not provided so we 
do not know whether treatment effects were maintained. Perhaps the greatest 
methodological flaw is that the use of sleep medication in the experimental period 
was unrestricted. We have no idea of the variability of self-medication either within 
or between groups and the associated influence upon sleep pattern (and possibly 
perceived quality of sleep). This is an unacceptable contaminating factor.
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These findings were not endorsed by Lacks et a l (1983) in a replication study of 
Turner and Ascher’s work. After three weeks of treatment, SOL was significantly 
lower in the stimulus control group but reductions in SOL between the other treatment 
groups (including PI) and the control group were not significant. Lacks and 
colleagues comment that stimulus control also displayed a non-significant trend in 
Turner and Ascher’s study but in their opinion the statistical analysis employed was 
not sufficiently sensitive to show significance. The PI group not only failed to exhibit 
supremacy over controls, but actually showed increases in mean SOL throughout the 
treatment phase. Moderate insomniacs did reduce their mean SOL by follow-up. The 
authors recommended that paradoxical intention not be used as a treatment for the 
modification of insomnia.
Due to these equivocal results, a replication of the above two studies was attempted 
by Espie et a l (1989), with some modifications aimed at reducing selection bias.
They found that stimulus control and PI produced final week SOL scores of 31 
minutes and 36 minutes respectively, performing significantly better than PMR and 
placebo where SOL was around 60 minutes after the eight week treatment period.
The percentage change scores in SOL pre-post treatment was 62% with stimulus 
control and 51% with PI. The paper does not contain all the means and standard 
deviations necessary to calculate effect size. Although the final outcomes for SOL 
were not significantly different for these two effective treatments, stimulus control 
produced an immediate and striking therapeutic effect at week one, which was 
maintained thereafter. Conversely, the PI group did not improve significantly until 
week four. Night to night variability was significantly reduced with PI, and the 
authors suggest that PI may be a good method for stabilising sleep pattern over time.
With regard to findings that PI may lead to an increase in SOL, albeit transiently,
Espie (1991) makes an interesting proposal. He suggests that this effect may reflect 
the tendency of some individuals with performance anxiety to redirect their 
performance anxieties into trying to remain awake (i.e. an active avoidance of sleep). 
Within a cognitive model this would be seen as a mentally arousing process (for 
example sleep incompatible visualisation may be used by these patients to ensure that
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waking cognitions persist even when physically relaxed), in contrast to the more 
passive avoidance of performance effort used by insomniacs who benefit from PL
The exact place of PI within the treatment of chronic insomnia remains ambiguous. 
The literature on this technique is generally older, and PI does not seem to have 
evoked recent attention. Perhaps surprisingly then, current practice parameters for the 
nonpharmacological treatment of chronic insomnia classify PI as an effective therapy 
with a moderate degree of clinical certainty (Chesson et a l, 1999).
3.2.5 Cognitive restructuring
This approach focuses on identifying and challenging patients maladaptive beliefs 
about their insomnia. It consists of cognitive restructuring techniques such as 
reappraisal, reattribution and de-catastrophising. An example of how this method 
might be put into practice is shown in Table 8 below. Morin et a l  (1994) outlined 
the main five main themes that are addressed: (i) misconceptions about causes of 
insomnia; (ii) misattributions and amplifications of the consequences of insomnia;
(iii) perceived diminished control and predictability of sleep; (iv) unrealistic sleep 
expectations; and (v) faulty beliefs about sleep-promoting practices.
Within a cognitive model, dysfunctional thoughts would be viewed as instrumental in 
intensifying the vicious circle of emotional arousal, fear of sleeplessness, and 
increased insomnia. Cognitive restructuring can prevent escalation of symptoms.
The crux of this technique is not to deny the presence of sleep difficulties, or their 
impact on daytime functioning, but rather to change the way the patient feels about 
their insomnia by viewing it in more positive or neutral terms, and increasing their 
sense of control. Cognitive restructuring is a technique which inevitably imposes 
cognitive load (e.g. appraisal and reasoning) as the means by which dysfunctional 
thinking is reduced. These processes are mentally stimulating so, where possible, 
negative thought content should be dealt with during the day. Positive self-statements 
can be rehearsed to counter negative automatic thoughts which may emerge during 
wakeful night time periods.
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Identifying Automatic Thought Challenging Automatic Thought
I  won’t be able to do my work properly 
tomorrow because I  have not had 
enough sleep.
When I  feel tired everyone notices how 
dreadful I  look.
I  am so tired I  will make a terrible 
mistake at work and no one will want to 
employ me.
That was a really appalling nights sleep
That’s not true. I f  I  look back on other 
days when I ’ve had a sleepless night I  
can see that I  still got things done and 
my work was about the same quality as 
usual. I  just fe lt weary, and that’s 
something I  can cope with sometimes.
All I  know fo r  sure is that I  feel tired. I  
don’t actually know whether other 
people see that or not. In fac t when I  
asked my friend he said that it was 
sickening I  looked so good on this little 
sleep.
When was the last time that someone 
said they did not want me to do work fo r  
them again fo r making a mistake. It is 
perfectly normal to make mistakes 
sometimes.
Hang on a moment, I  was awake fo r  
several hours before I  needed to be up, 
but I  got to sleep really quickly and 
stayed asleep fo r several hours first, and 
I  managed to stay relaxed and rested 
even though I  didn’t go back to sleep 
again.
Table 8 Identifying and Challenging negative automatic thoughts 
about insomnia - some examples
Although the ultimate aim of any treatment for chronic insomnia might be total cure, 
the reality is likely to be that many patients will continue to experience some sleep 
difficulties. This approach is especially relevant in these circumstances because it 
teaches patients to hold realistic expectations, and offers them adaptive coping 
strategies to prevent relapse.
As discussed above (3.2.1 Thought stopping), Sanavio (1988) evaluated the 
effectiveness of cognitive restructuring as part of a cognitive treatment package for 
insomnia (with paradoxical intention and thought stopping). He proposed that a
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cognitive treatment method would be more effective in reducing SOL than a 
psychophysiologically focused method (EMG-biofeedback) for insomniacs scoring 
highly on a measure of pre-sleep intrusion. With regard to SOL, patients in both 
treatment conditions reduced average time to fall asleep by 54%. Neither treatment 
type, or variations in pre-sleep cognitive arousal, influenced reductions in SOL. The 
treatment groups seemed to be equally effective on this outcome measure. However 
the cognitive package was more effective in reducing the frequency of cognitive 
intrusions, and larger reductions were obtained by insomniacs reporting higher 
cognitive intrusion at baseline.
Sanavio, Vidotto, Bettinardi, Rolletto and Zorzi (1990) added a third treatment group 
(combined stimulus control and relaxation) and a no-treatment control group to their 
earlier methodology. All three active treatment groups reduced SOL by about 17 
minutes, whereas untreated controls showed no change. Ratings of “restedness” and 
sleep quality showed a similar pattern. Cognitive therapy was the only treatment 
associated with increased total sleep time.
Positive findings on various outcome measures were reported by Morin et al. (1993) 
when using cognitive restructuring within a multi-faceted cognitive-behavioural 
intervention for late-life insomnia (participants were aged sixty and over). The 
behavioural component involved a combination of sleep restriction and stimulus 
control. The cognitive therapy component comprised cognitive restructuring. This 
cognitive-behavioural programme was effective in reducing WASO from 72 minutes 
at baseline to 35 minutes after treatment completion, i.e. by more than 50%. More 
recently, Morin et a/. (1999a), in another multi-component study, compared the same 
cognitive-behavioural (CBT) package (see above), with pharmacotherapy, or CBT 
plus pharmacotherapy against a placebo intervention (placebo medication). The 
percentage reductions in WASO was highest for the combined condition (63.5%), 
followed by CBT (55%), pharmacotherapy (46.5%) and placebo (16.9%). Those 
treated with CBT maintained their clinical gains at follow-up, whereas those treated 
with drug therapy alone did not. As previously discussed, this is likely to be due to 
lack of perceived control over their insomnia for those in the pharmacotherapy group.
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Although the cognitive therapy groups in these studies appear to produce significant 
sleep improvements on some outcome measures, the nature of these interventions 
preclude identification of the active therapeutic elements responsible for these gains. 
The gains could have been due to paradoxical intention or thought stopping 
techniques in the Sanavio studies, or confounded by behavioural methods in the work 
of Morin and his colleagues. Further research is clearly required to confirm the value 
of cognitive restructuring. As concluded by the American Academy of Sleep 
Medicine (Chesson et a l, 1999) there seems to be insufficient evidence to recommend 
cognitive restructuring at this time, despite its clinical appeal. Whilst simple 
behavioural techniques (such as stimulus control or sleep restriction therapy) can be 
extremely useful in regularising sleep, this cognitive method may be shown to have 
the potential to teach patients adaptive coping strategies to maintain treatment gains 
and prevent relapse.
3.3 Multi-component approaches
As outlined above, a number of thoroughly researched single-treatment methods, such 
as stimulus control, have been established as effective for insomnia. However, since 
insomnia is a complex, multi-faceted disorder, it seems reasonable to address this 
multi-factor aetiology with a multi-component approach. Any single-component 
technique can deal with only one aspect of the sleep problem, and better results may 
be obtained from combining several strategies. Cognitive-behavioural techniques are 
those which combine both behavioural and cognitive elements in one package. 
Stevenson and Weinstein (1991) proposed five attributes necessary for satisfactory 
sleep and some interventions specific to each (see Table 9).
There are presently only a few studies of adults with insomnia which have used 
combined approaches in an attempt to maximise therapeutic effect (e.g. Jacobs, 
Rosenberg, Friedman, Matheson, Peavy, Doma & Benson, 1993; Schramm, Hohagen, 
Backhaus, Lis and Berger, 1995; Jacobs, Benson & Friedman, 1996). As Schramm et 
al. (1995) acknowledge, different definitions of insomnia, various sources of referral, 
and reliance on subjective sleep measures make comparisons across such studies 
problematic.
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Attributes Interventions
(1) A positive association between 
the bed/bedroom and sleep
Stimulus control
(2) An ability to relax and reduce 
cognitive and somatic hyper 
arousal
Exercise, deep breathing, cognitive 
restructuring
(3) A regular sleep/wake circadian 
rhythm
Sleep scheduling
(4) Sleepiness at bedtime Self-monitoring
(5) Minimising internal and external 
disturbances
Sleep hygiene
Table 9 Five attributes necessary for satisfactory sleep and some interventions specific to each. 
After Stevenson and Weinstein (1991 ).
Schram and colleagues (1995) found that a multi-component cognitive-behavioural 
group treatment was beneficial in a routine clinical setting. Patients met DSM-III-R 
criteria for chronic insomnia. Objective outcome measures (polysomnography) were 
used, as well as subjective ones (sleep diaries and questionnaires). Pre- and post­
treatment comparisons indicated significant improvements on all main sleep diary 
variables, i.e., total sleep time, sleep efficiency, number of awakenings, SOL, WSO, 
and subjective sleep quality. A reduction in the use of sleeping aids, and an 
improvement in daytime functioning were also reported. These subjective therapeutic 
gains were well maintained at 3 and 12 month follow-ups. Pre- and post-treatment 
data from polysomnographic measures showed no significant difference.
That objective measures did not show the benefits demonstrated by subjective 
measures may be explained by several factors. Baseline levels of polysomnography 
were already within the normal range and there was a high drop-out at follow-up.
This seemed to be due to patients finding their initial night in the sleep laboratory 
uncomfortable and inconvenient, requiring absence from work. It must be questioned 
whether polysomnography is actually useful as an objective measure in this type of
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study. Many people without a sleep disorder, as well as those with insomnia find a 
night away from home unsettling, particularly in an alien setting such as a hospital. It 
seems highly unlikely that a night in the laboratory will be representative of usual 
sleep patterns for most patients. In any case, regardless of the validity of objective 
measures, improvement on a subjective level may be a meaningful outcome measure 
for patients with insomnia.
It remains unclear which specific components of cognitive behavioural treatments for 
insomnia may be worth combining in a treatment package for chronic insomnia.
3.4 Tailored approaches
Basing clinical practice on research findings, the most prudent option would be to 
offer a standard package of one or two validated cognitive-behavioural techniques to 
all patients with insomnia (e.g. stimulus control and PMR). But tailoring treatment 
according to the presenting problems and personal characteristics of the patient may 
make more sense to the clinician. This would involve being guided by a multimodal 
treatment framework, selecting techniques individually (See Table 9 Five attributes 
necessary for satisfactory sleep and some interventions specific to each.
For example, a tense, anxious patient with high somatic arousal might best benefit 
from progressive muscle relaxation, whereas for a patient who has come to fear going 
to bed, stimulus control may be a priority. After implementing the most appropriate 
technique to deal with the primary presenting problem, subsidiary difficulties can be 
targeted with other treatment components.
Espie, Brookes and Lindsay (1989) assessed these issues formally. They carried out a 
study to investigate the comparative effectiveness of tailored (TT) and untailored 
treatments (RT) for patients with insomnia. Patients were randomly assigned to five 
conditions: progressive relaxation; paradoxical intention; stimulus control; placebo 
treatment; or no treatment. The sixth condition was tailored treatment. Based on 
symptoms that were most prominent in a specially devised pre-treatment 
questionnaire, each patient in this group was assigned to one of the five treatment 
conditions which seemed to best fit their needs. Contrary to their clinical impression, 
statistical analysis suggested that tailored treatments were less effective at reducing
71
sleep-onset latency than those which were randomly allocated (d=0.3, i.e. low- 
medium effect size).
These unexpected findings may in part be due to the fact that 30% of the TT group 
showed no improvement from baseline, which diluted the group result overall. With 
hindsight the treatments that were selected for these individuals appear not to have 
' been appropriate. The value of a detailed cognitive-behavioural interview for reliable 
assessment cannot be over-stated. This study utilised a brief screening measure which 
may have lacked sensitivity. Also, as Lacks and Morin (1992) point out, we are still 
missing knowledge about the mechanisms of change and their relation to client 
variables. For tailoring to be successful, treatments clearly need to be carefully 
matched to the patients. And, as Bootzin and Perlis (1992) warn, there is no 
advantage in tailoring treatment if the more effective treatments are omitted and less 
effective ones used. Espie and his colleagues are authoritative clinicians and 
researchers in the field of sleep disorders and they admit that matching to apparent 
aetiological factors may not always be straightforward.
Some clinicians researching cognitive or behavioural treatments for insomnia 
continue to support tailoring despite the lack of research substantiation. For example 
Bootzin and Perlis (1992 pp40) state that "in clinical practice, each patient has unique 
skills, deficits and circumstances that call for the individualisation of therapy." Their 
view is that cognitive-behavioural treatment for other psychological problems 
involves ongoing hypothesis testing and adjustment, and that it is better practice to 
pursue this line of investigation, rather than to indiscriminately offer one or two 
treatment techniques to every patient with insomnia. The principle of tailoring was 
also endorsed by Lichstein and Riedel (1994) as appearing to represent the most 
judicious clinical strategy. They urge further study in this field. From a clinical 
perspective tailoring makes sense in that compliance to, and satisfaction with, a 
tailored treatment plan may be higher when a patient feels that their needs are being 
considered individually. The full potential of tailoring may emerge in the future when 
more information related to assessment and mechanisms of change in therapy become 
available. There is currently insufficient evidence from the research literature to 
indicate whether this impression is correct.
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4 Conclusions
Cognitive Behaviour Therapy (CBT) has been extensively validated in many areas of 
clinical psychology, such as anxiety and depression. The literature confirms that 
behavioural techniques have become well established in the clinical management of 
chronic insomnia in adults. Cognitive techniques have less clinical certainty at this 
time.
Recognition by an influential medical body of the importance of non-pharmacological 
(predominantly cognitive and behavioural) treatments of chronic insomnia and the 
development of practice parameters for the clinical management of insomnia in this 
domain has just been published (Morin et a l, December, 1999; Chesson et a l, 
December 1999). These findings may be the turning point for behavioural and 
cognitive, rather than pharmacological, interventions becoming the most common 
treatment for chronic insomnia.
Behavioural techniques for insomnia have been extensively researched over the last 
twenty years or so. Several methods have been authenticated. There is consistent and 
strong evidence for the efficacy of stimulus control therapy as a treatment for 
insomnia. The literature has uniformly demonstrated stimulus control to be better 
than no treatment or placebo for curtailing sleep latency. Moreover, several research 
groups have found stimulus control to be more effective than other behavioural or 
cognitive treatment conditions. If one had to select a singular cognitive or behavioural 
therapy for insomnia, there appears to be consensus that stimulus control would be the 
best treatment choice (Bootzin and Perlis, 1992; Lacks and Morin, 1992; Morin et a l, 
1999b). Nevertheless it is worth noting that while stimulus control may be effective 
in habit restructuring, patients may not necessarily become more contented with their 
sleep.
Progressive muscle relaxation (PMR) appears to be the most widely evaluated 
behavioural treatment technique for insomnia, both singularly and in combined trials. 
Many studies have demonstrated the benefits of progressive muscle relaxation for 
reducing sleep onset latency (SOL) compared with no-treatment control groups.
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Evidence for the superiority of progressive muscle relaxation over placebo 
interventions is less conclusive. The essence of the issue appears to be that achieving 
a superior outcome with PMR will depend on the type of placebo intervention it is 
compared with, and whether similar mechanisms are shared. With regard to 
comparisons of PMR with other behavioural or cognitive therapies for insomnia, 
stimulus control shows superiority over PMR in reducing SOL. Concentrating on 
reduced SOL alone may however underestimate the clinical usefulness of PMR when 
compared with stimulus control. If other outcome measures apart from SOL are 
evaluated (e.g. perceived quality of sleep, day-time measures of concentration and 
general well-being), PMR may appear superior to stimulus control. Whilst PMR was 
developed as a behavioural technique, clinical trials suggest that cognitive aspects 
may be important in explaining the usefulness of PMR in chronic insomnia. Both 
stimulus control and progressive muscle relaxation meet the American Psychological 
Association (APA) criteria for empirically supported psychological treatments for 
insomnia (Chesson et al. Standards of Practice Committee, December 1999). These 
techniques may complement one another, with stimulus control producing 
quantitative changes in sleep pattern and PMR producing qualitative improvements in 
functioning. Research addressing the combined effects of these treatments in 
comparison with their singular use is an area for future study.
Sleep restriction was the only behavioural technique reviewed here which has not 
been subject to such rigorous study, and has produced less certain research findings. 
Reductions in SOL are not consistently produced, but sleep restriction may produce 
greater continuity of sleep with better reliability from night to night. Sleep restriction 
meets APA criteria for probably efficacious treatments (Chesson et a l, 1999). Sleep 
hygiene was included in this review for completeness, though not strictly a 
behavioural technique. As suspected, the literature indicated that the use of sleep 
hygiene in isolation is unlikely to reduce SOL, however inadequate sleep hygiene 
knowledge could exacerbate an existing problem or hinder treatment progress. For 
this reason it would seem sensible to check for sleep hygiene difficulties with new 
patients.
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Cognitive treatments for insomnia have not attracted the same research interest. 
Although there is ample evidence for the importance of cognitive factors in insomnia, 
hardly any attention has been given to the development of cognitive interventions. 
Thought stopping, cognitive control, cognitive restructuring and imagery training 
require larger, controlled, comparative trials to clarify their use. Individually they do 
not afford APA approval for established clinical effectiveness. The exact place of PI 
within the treatment of chronic insomnia remains equivocal. The literature on this 
technique is generally older, and PI does not seem to have evoked recent attention. 
Even so, PI can be very effective, if not immediately, in improving sleep pattern and 
quality. The APA current practice parameters for the nonpharmacological treatment 
of chronic insomnia classify PI as an effective therapy with a moderate degree of 
clinical certainty (Chesson et a l, 1999).
Multi-component cognitive-behavioural treatment packages have shown some 
positive treatment outcomes, and meet APA criteria for probably efficacious 
treatments (Chesson et a l, 1999). Although there may be advantages in combining 
cognitive and behavioural interventions, there is insufficient empirical evidence at this 
time to guide clinicians towards establishing which specific components may be 
worth integrating in a treatment package for chronic insomnia.
From a clinical perspective tailoring treatment to suit patient needs makes sense. 
Currently there is insufficient evidence from the research literature to support this 
clinical impression. Further research on accurate assessment, maximising matching 
potential and mechanisms of change in therapy is required.
Within the studies reviewed, what seems to emerge is that failing to treat insomnia of 
clinical severity rarely leads to spontaneous remission, and placebo techniques seldom 
prove successful or have an enduring effect. To reiterate what was stated at the 
outset, pharmacology offers little to the chronic insomniac population. In contrast, 
several well-defined behavioural interventions (e.g. stimulus control, PMR) show 
improvements in clinically meaningful outcomes, and these improvements are 
sustained for at least six months after treatment completion. One major reservation is 
that the studies discussed in this review have tended to use patients with primary
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insomnia recruited especially for clinical trials. Some researchers in the field (such as 
Morin et a l, 1999b) have noted themselves that further research is required to support 
the use of cognitive or behavioural techniques in the treatment of chronic insomnia in 
primary care, or insomnia coexisting with other medical or psychological problems. 
Other clinical guidelines which remain to be clarified surround optimal treatment 
dosage (e.g. average number of therapy sessions required), which treatment delivery 
model to adopt for maximum cost-effectiveness, individual or group, and who should 
be offering treatment, GPs, counsellors or clinical psychologists.
This review has been a helpful exercise to guide my clinical practice in this field, 
highlighting areas in which caution should be taken (for example attempting to tailor 
treatment), and raising interesting research questions which could be pursued.
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PART 2 -CLINICAL DOSSIER
Reflections on research, teaching 
and clinical experiences 
and their influence on professional development
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Foreword
This is a reflective piece of writing which aims to illustrate my development of 
professional competence in three key areas; research; teaching; and clinical practice. 
These have been fundamental to my post as a clinical lecturer, working in a London 
teaching hospital. I have found the process of compiling this section of the portfolio 
to be a valuable learning experience, requiring me to contemplate my skills and 
deficits, and helping me to create a plan for continuing professional development.
In this section of the portfolio each of the above key areas is examined separately. 
Consideration of teaching experience fits neatly within a chronological framework, 
whereas reflections on research and clinical competence require a more critical 
incident approach. Having adhered to the formal prose demanded of academic 
literature in both the research and academic sections of this portfolio, I felt that it 
would be more interesting, for both myself and the reader, to adopt a more open and 
informal approach to writing this section. I hope that this will enable the reader to 
understand better the context of the learning experiences which have shaped my 
professional development, and engage in the issues raised. To this end I have 
highlighted and summarised the principle lessons throughout the text.
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Introduction
My family recount that by the age of three I was stating resolutely, "when I grow up I 
am going to be a doctor!" Throughout my childhood, friends and relatives, young and 
old, endured my endless prodding and bandaging. I sailed through school with my 
vocation clearly ahead, and gained good all-round results at O level. The crunch 
came at sixth form college. This was probably a combination of my failure to grasp 
the finer points of A-level physics and chemistry, and perhaps more influentially - 
boys. Having made the move from an extremely strict convent girls school to the 
more relaxed setting of mixed education, my studies withered as my social life 
blossomed.
Two important lessons were learned from my failure to achieve the necessary grades 
in physics and chemistry for entrance into medical school. Firstly, acknowledgement 
of the extreme difficulty in pursuing a goal merely as a means to an end. I never had 
felt anything approaching a passion for physics or chemistry, but enrolled for the 
courses knowing that they were required to fulfil my childhood dream. From that 
point on I vowed never to undertake a major commitment exclusively for the 
outcome, if not enthusiastic about the means of getting there. Although there have 
been occasional instances in my career when I have had to make small concessions to 
this, for example being asked to lecture on a subject which does not fire me, if 
unavoidable I have made every effort to raise some enthusiasm. The second lesson 
was that however dedicated one is to achieving a given aim, it is not self doubting to 
have some in-built flexibility or a contingency plan. Realisation of this not only led to 
my following my current career as a clinical psychologist, but has been an invaluable 
dictum to convey to patients.
Once approaching clinical qualification, it seemed obvious to pursue a career in a 
general medical setting, as this is from whence my interest had sprung. But as this 
was, and continues to be, a specialist field, and at that time I was geographically 
limited to finding work in London, my options narrowed. I was also keen to find a 
post which provided research and teaching experience as well as clinical practice.
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Only one appropriate position was advertised during my search for work. I applied 
and was called for interview. The need for a contingency plan again became evident 
when, on the day of interview, I found myself waiting alongside the other more senior 
and experienced candidate. She proceeded to recount her outstanding CV just before I 
was called to face the panel. Needless to say she was given the post. I broadened my 
search and accepted a research psychologist post in a health behaviour unit. My 
original brief had been for a clinical post which encouraged research and teaching in 
my chosen field. This was a research post in a clinically related area, which 
encouraged teaching. A change in emphasis but not so different in overall experience.
Reflection on Research Experience
Learning the ropes: Data collection, coding and entry
My first few months as a research psychologist were spent photocopying and 
addressing envelopes, dealing with our burgeoning post-bag, and being buried 
beneath mountains of returned questionnaires which needed coding. I suppose I was a 
little disillusioned. Here was I working with a world renowned psychologist in a 
prestigious research establishment, yet I felt like an over-burdened cleric. It is only 
now that I appreciate how privileged I was to have such an introduction to the world 
of academic research. I had an exceptional teacher, the support of a strong research 
group and all the resources of an important academic institution. These all facilitated 
the process of data collection, analysis and the preparation of papers for publication.
Finding the right supervisor
My personal mentor was both learned and prolific. She expected the highest of 
standards from herself, and all those who worked with her. Sometimes this was a 
daunting example to follow, but I now realise that good research demands rigour and 
meticulous attention to detail, so I am indebted for her setting this precedent. She also 
had a talent for regularly proposing goals just beyond the point where they could
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comfortably be achieved. This enabled me to continually develop new research skills. 
Whilst some gifted investigators will have been self-taught, I am in no doubt that 
being a pupil of such an expert greatly facilitated my passage into the world of 
research.
Establishing support networks
On a less personal level, working in a specialist research unit attached to the Institute 
of Psychiatry allowed both formal and informal peer support from a number of 
academics operating in related fields. I found this highly beneficial, and lacking in 
my current clinical post. Just being able to knock on a neighbouring door for a 
brainstorm with a colleague, or to present difficulties to the team at weekly discussion 
meetings, meant that the research process ran more smoothly than when one is 
working alone. Recently, our clinical psychology department has produced a 
catalogue of individuals’research interests to encourage collaborative work, instigated 
research groupings for informal peer support, and nominated academic mentors to 
more junior staff members. This should address the feeling of isolation that many of 
us feel when trying to establish projects in our clinical settings.
Seeking opportunities for new ideas
Being associated with the Institute of Psychiatry opened up a whole host of 
supplementary opportunities for a budding new researcher. Easy access to an 
excellent range of specialist books and journals in the library made it effortless to 
keep abreast of current issues. Frequent research presentations enabled one to glean 
‘inside’ information from others. And free entrance to international conferences held 
on site permitted involvement in a unique research experience, which might otherwise 
have been denied because of financial cost. Some of these benefits had been taken 
for granted, or at least been forced to take a back seat by the time constraints of a busy 
clinical post. Speaking to visitors at the Institute of Psychiatry reminded me how 
fortunate I was to have these facilities at my finger-tips, compared with others 
working in more remote NHS posts. I have now resolved to reach a balance between 
clinical demands and research interests, even promising myself to scan at least one
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journal each time I dashed across the road to collect my post, and ensuring that I 
attended some lunch-time journal club meetings were positive moves.
Dramatic developments in the internet since my time as a research assistant have 
meant that keeping informed of current literature is far easier and less time consuming 
than when I was working in this setting. The opportunity to communicate freely 
through e-mail with others sharing similar interests elsewhere in the world is a major 
advancement which should greatly facilitate specialist research.
Lesson Getting started in research
1 Much of research administration is tedious, but hands on 
experience pays dividends when progressing to research design.
2 The one consistent truth that any researcher will divulge is to make 
sure you feel passionate about your research subject, since the 
chances are that you will feel sick of it before you finish writing up.
3 The same is true for your supervisor - whilst passion may be a 
disadvantage, respect and genuine liking are more important than 
just expertise in your chosen field.
4 Working within a research team is ideal as it allows direction and 
support from experienced researchers, exposure to various 
methodologies and study designs, and opportunities for informal 
presentation and discussion of material.
5 If researching independently, avoid isolation by working on 
collaborative research, joining a special interest group, attending 
conferences and scientific meetings, or at the very least, enlisting a 
research mentor with a knowledge of your particular study area.
A beneficial working environment
Another bonus of working in this particular research unit was that the physical 
environment was inspirational. Light and airy rooms, lush plants, antique furniture, 
fine art portraits and an atmosphere of calm and quiet all contributed to our creativity. 
Of course the ’real world’ is rarely like this. My shared room in a busy outpatient 
department of the London teaching hospital in which I now work is somewhat seedy. 
Scant filing space has produced an assault course of boxes to be confronted when
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entering, frayed upholstery and grubby curtains indicate a lack of resources for such 
fripperies, and there is the constant trill of the telephone. Of course many talented 
and productive research scientists work in shabby settings, and for some of them this 
may be inconsequential. Likewise, the most palatial working environment alone 
clearly can not instil talent in the occupant. However, many business corporations are 
taking seriously the concept of designing working space so that it is conducive to 
releasing individual potential. Admittedly, most clinical and academic departments 
do not have the necessary budget for such amenities. Nevertheless, I am a person 
who is strongly influenced by my physical surroundings. When attempting a research 
day in the office at work, I aim to recreate some essence of my previous experience. 
Diverting telephone calls, facing a calming picture on the wall and playing Mozart 
are minor changes which help with the transition to researcher.
Maintaining interest and beating tedium
Gradually I became aware that research operates on a rigid hierarchy. This is not 
simply so that senior academics can sit in their ’ivory towers’pondering, whilst their 
minions deal with more mundane tasks, but is a crucial learning experience. Before 
one can begin to entertain grandiose ideas of directing research studies, fundamental 
building blocks have to be laid to provide a firm foundation. It is vital that 
researchers learn to do everything themselves from the beginning. Recognising that, 
far from being glamorous, much of research involves a great deal of tedium was an 
important discovery. I quickly developed strategies to counteract potential boredom. 
Much in the way that one might encourage a depressed patient to engage in activity 
scheduling, I structured my day. The aim was to procure variety by balancing dull 
tasks that must be accomplished, such as coding or number crunching, with more 
enjoyable activities such as browsing through journals in the library, or attending 
research presentations. Hence, I was able to maintain an equilibrium between 
achievement and gratification.
Discovering issues that fire you
Much later in my career as a research psychologist came the moments of glory which 
made all the tedium seem worthwhile. Being involved in data analysis and finding
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the answers to various enticing research questions was one of the most exciting points 
of my career. One sub-group of our sample particularly interested me. I proposed 
that we should make a more detailed study of these patients, and outlined a protocol 
for this. To my delight my suggestions were received whole-heartedly, and several 
blissful months were then devoted to this end. One important reason for my 
contentment was a recognition that I had made my first major step in the world of 
research. I had begun my post with enthusiasm for the subject and an eagerness to 
acquire new skills, but I was a complete novice. I had learnt the ropes diligently, 
carrying out all that was requested of me, and now there was a distinct change of role. 
I had independently designed a study that I was being allowed to execute 
autonomously.
Lesson Maximising research productivity
6 Open yourself to inspiration from as many sources as possible.
1 Arrange your surroundings so that they are conducive to study.
8 Plan your research day to offset more mundane but necessary 
tasks with interesting highlights.
9 Address the research questions that animate you.
Preparing papers for publication
Writing-up then began in earnest - a task in which I took great relish. In my particular 
research setting it was quite typical for academics to spend weeks of uninterrupted 
days tinkering with a paper in preparation. I was in my element sitting in a beautiful 
and tranquil environment feigning literary genius. What an unrealistic extravagance 
this would later be back in the ’real world’. Now, as for many others in clinical posts, 
preparation of a paper for publication is likely to be an ’extracurricular’ activity. This 
is in spite of still being connected to an establishment in which research has a high 
profile, and great credence is given to academic output. For me this means 
fragmented twilight contributions, at an hour when I am inevitably drained from the 
emotional burden of dealing with distressed patients, or a day at home with lively
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toddlers. It is of no great surprise that many capable colleagues in NHS posts have 
been unable to engage in research since training.
Preparation of papers for publication seemed an endless task. After a series of 
preliminary drafts critiqued by colleagues, the ’final’ draft of our main study was 
submitted to the British Medical Journal. After an interminable delay came a 
rejection - the paper was apparently too long and too specialist for their wide-ranging 
audience. Fortunately I had learnt from being in a research unit that rejection was 
commonplace, and that perseverance and determination would pay off if  the work was 
genuinely worthy of being printed. Nevertheless this experience was important, if  a 
little disheartening. It made me wonder how many good, publishable pieces of work 
have remained in the author’s filing cabinet because of an inability to find the right 
outlet.
M eanwhile I had written up and submitted my own study to a new peer-reviewed 
journal specialising in psycho-oncology. I was ecstatic when the paper was accepted 
subject to some minor amendments. All I can say is that I am glad that they did not 
require major changes; after having been absorbed and fascinated by the subject for a 
considerable period, it suddenly felt rather dreary and I needed a break. Several 
months later, the reward for a dedicated young researcher arrived, in the form  of a 
large brown parcel. Tearing off the cover, I discovered a stack of reprints of my paper 
with my name on the top in bold type. I felt like a child unwrapping a long wished- 
for Christmas present, and immediately sent copies to members of my family - 
probably not their usual choice of bed-time reading!
This may seem an immature and vain over-reaction. It was not that I yearned to be 
famous or wanted to see my name in lights, but rather that this was recognition from  
the scientific community for having produced a satisfactory piece of work. I was 
convinced that a number of my findings, although controversial, should be made 
public in order to improve the way people were treated. The best reward however 
came in the form of correspondence from the women whom I had interviewed, and to 
whom I had sent the journal article with my thanks. Their responses showed clearly 
that they were genuinely pleased to have taken part in the study, and to have been 
instrumental in a change in understanding for the better.
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Becoming a Journal reviewer
Perhaps it was this confidence boost that prompted my venerated colleague, with her 
well-timed knack of extending challenges, to present me with two more. The first of 
these was to review a paper submitted to the British Journal of Clinical Psychology. 
Having just grappled with the research process for the first time, I was astounded that 
I was being requested to comment on someone else’s work. Surely I could not be 
qualified to do this? My colleague reminded me that I now had three years 
experience of the specialist field in which this study was set, and thorough knowledge 
of the relevant literature. When the paper arrived I became even more concerned 
about my capacity to undertake this task. Although the authors’ names had been 
obliterated to allow an unbiased review, it was quite clear to me from their geographic 
description exactly who they were - a leading team headed by a world authority.
Contemporaries from our unit frequently circulated papers in preparation to be "tom 
apart" prior to submission, so unwittingly I had become familiar with the process of 
critical review. Another advantage of being part of an active research group had been 
revealed. Reviewing a study with which I could relate with ease was less difficult 
than I had expected but of course there was the additional burden of now being partly 
responsible for the ’fate’ of someone else’s work. Being only too aware of what a 
rebuff would feel like, having lived and breathed a study for several years, weighed 
heavily on me. I need not have concerned myself though, the research was excellent 
and I said so, suggesting only some slight amendments. A steady stream of articles 
for review began to appear. Not all were as exemplary as my introductory experience. 
When I first came across a study with, in my opinion, a seriously flawed 
methodology, I scrutinised the paper for redeeming features. Realising there were 
none, I had to accept that I would be doing myself, the journal and even the authors a 
disservice not to state my reservations. Gradually I became more comfortable with 
giving constructive criticism if it were necessary, rather than getting myself caught in 
the trap of believing that as a ’beginner’ I had to err on the side of benevolence.
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Supervising research students and other health professionals
My second challenge was a nomination to co-supervise two clinical psychology 
students in planning and executing their MSc theses. Again my initial response was 
to feel ill-equipped to fulfil this role - 1 had not long completed my own training. 
Then I reminded myself how much my research skills had actually progressed. Since 
then I have provided research supervision to a range of health professionals in a 
general medical setting. Most recently, when assisting a world renowned paediatric 
surgeon to design and execute a study that would answer the research questions his 
team wished to pose (Kemp, Davenport and Pemet, 1998), I realised that I had come 
full circle. In terms of research activity, having begun with very little experience, I 
was now able to direct others, by drawing on my learning experiences and guiding
them through some of the more obvious pitfalls.
Lesson Writing fo r  research journals
10 What you believe will be the final draft of your paper will probably 
end up as merely an intermediate product.
11 Rejection is common from eminent journals - they could not 
possibly print all of the work they receive, even if it is of a high 
standard.
12 Do not be deterred, you must persist in finding the right outlet. 
Such determination will bring rewards if your work is genuinely 
worthy of publication.
13 All experts were once beginners.
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Reflection on Teaching Experience
Early memories of public speaking
I first remember becoming aware of my strong fear of public speaking at the tender 
age of five, in the infants’ nativity play. As the angel Gabriel I was standing on my 
chair, waiting to announce glad tidings when I realised that my wings were trembling 
and my heart was thumping. Daddy had practised my lines with me until I knew them 
inside out, but to my horror, as I opened my mouth to speak, not a word came forth.
Somehow I managed to commence clinical training having avoided similar situations. 
I happened to confide this revelation to a dear and highly esteemed clinical 
psychologist, with whom I was on placement at the time, and found m yself 
unwittingly subjected to a graded exposure programme to public speaking. In short 
succession I was nominated to give a case presentation to the adult section in the 
clinical psychology department, a lunch-time Journal Club lecture to anyone in the 
Institute of Psychiatry who cared to attend, and to lead a Special Problems Conference 
which was regularly graced by the presence of senior academics and consultants.
Facing my fears
W hilst not "cured" o f my fears after this series of trials, I had to admit that the 
experience had become a little less of an ordeal each time. One important reason for 
this was that it was carried out under the guidance of a caring and supportive 
supervisor who gave me plenty of reassuring feedback. I realise that such positive 
feedback was crucial in my early stages of lecturing, in order to gain confidence. It 
always made me feel good if people came up at the end of a talk and made 
encouraging comments. Up until that point I had not done the same to other speakers. 
Often I thought to m yself how interesting a presentation had been, and maybe shared 
my enthusiasm with a neighbour in the audience. Now I always try and personally 
congratulate speakers if I have enjoyed their presentation, particularly if they are new 
to lecturing.
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Tackling irrational fears
By then I had begun to rationalise some of my negative cognitions about speaking in 
public. I had thought I might faint but the behavioural experiment had not upheld 
this. I was worried that my voice would shake uncontrollably and perhaps it did a 
little at the beginning of my talks, but this did not last. In any case I had started to 
notice that many experienced and excellent speakers sometimes appeared a little 
nervous too. I asked around and discovered to my relief that a number of senior 
lecturers admitted to still feeling anxious when making presentations. All agreed that 
frequent practice generally relieved the symptoms.
Lesson Easing yourself into teaching
1 When new to teaching take it gently. Begin getting practice in 
familiar, less threatening settings. As your confidence increases, 
gradually progress to more demanding (and probably more 
anxiety provoking) situations.
2 Gain support from a trusted advisor who will be encouraging and 
be able to give you positive feedback.
3 Challenge fears about public speaking. Elicit unhelpful thoughts, 
think what they mean to you.
4 It is not unusual to feel anxious prior to presenting. Mild to 
moderate anxiety levels will not prevent a good delivery. Senior 
experienced speakers often feel nervous too.
5 Meticulous preparation and several timed "dry runs" will greatly 
reduce anxiety in novel situations.
6 Frequent practice is the key to conquering anxiety.
Acquiring Practice
Taking a deep breath and grappling with my fears, I decided that I needed practice 
and so offered my services whenever a suitable (and not too threatening!) opportunity 
arose. My early attempts at teaching were far from ideal. The content was usually 
reasonable since my preparation was always thorough, this being one useful technique 
for reducing undue anxiety. However the style of presentation left a great deal to be 
desired. Although, even then, I would not have been impressed by a lecturer who
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read from a script, I was unaware that I had not progressed far from this flawed 
method of teaching. In an attempt to prevent a repeat performance of the Angel 
Gabriel scenario, I loaded my overheads with far too much material so that I would 
not forget what I had to say. Additionally, my lectures were very didactic. Feeling 
concerned about laying myself open to a situation in which I might be asked about 
something of which I had no knowledge, I left little space for discussion and 
questions.
Encountering formal evaluation
The first of my teaching blunders was scrutinised and amended after speaking about 
psychological aspects of physical disability to a class of rehabilitation engineers doing 
an MSc in their field. I walked into the lecture room and nearly fell off the podium as 
I noticed the students in the front row armed with evaluation forms. A quick glance 
round confirmed that everyone present was poised, pen in hand, to rate me on detailed 
aspects of content and presentation. I had not received any formal feed-back on the 
quality of my lecturing up until that point. A few weeks later, to my dismay, I 
received a sort of "league table" listing each lecturer presenting in that cluster of 
modules with percentage scores and comments given. My scores were respectable 
but not exemplary. Several positive remarks had been made, but it was also clear that 
overloading my overheads was confusing and ineffectual. It was then that I realised, 
slightly painfully, that receiving constructive criticism or change feedback is also vital 
to advancement in lecturing.
Attending teacher training workshops
One fact had always struck me as rather ridiculous, and left me feeling something of a 
fraud. I was employed as a clinical lecturer but, like many others in my position, had 
never received any formal training in this area. I began to seek appropriate courses in 
a quest to improve my skills. A turning point in my lecturing style occurred after 
attending an excellent workshop entitled "Teaching Skills and Models of Learning" 
by Professor Graham Gibbs from The Oxford Centre for Staff Development, in 
November 1995. I came away fired with enthusiasm for fostering a deep approach to 
learning, and equipped with a multitude of techniques for facilitating student
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participation. At this time, I was beginning to feel more confident that I could 
structure my lectures in a way which would encourage knowledge acquisition, and 
enhance attention span. Now I needed to brush up on the delivery.
Just before Christmas 1995, two similar advertisements for communication and 
presentation skills workshops attracted my attention. I photocopied them and put 
them on my "action" pile. They sounded just what I needed; opportunities to present; 
receive video feed-back; and constructive criticism from an expert and the other 
participants. However, somewhere deep inside the Angel Gabriel was still lurking 
and I felt completely daunted by the whole idea. I left the office to spend Christmas 
with my family without completing the application forms. When I returned from all 
the festivities they were still glaring at me in the harsh light of January.
Remembering one of my New Year resolutions, not to procrastinate, I filled them 
both out immediately and put them in the post. I had concluded that, because I had 
left it so late, I had better apply for both workshops in the hope that one might have a 
spare place. I had to smile wryly to myself when confirmation of acceptance on both 
workshops arrived shortly afterwards.
The brief for each event was to prepare a five-minute talk on any subject, not 
necessarily work related. Adhering to my maxim to speak only on a topic that 
inspired me, and reckoning that a general rather than psychological issue might be 
preferable in a mixed audience, I decided to speak about water birth which I had 
recently experienced. In a bid to remove any risk that I might read from overheads, I 
prepared acetates depicting cartoons or photographs which highlighted major points 
and acted as my cues. In order to balance this, I produced a summary hand-out with 
references for participants’ later perusal. This format was received very positively.
Despite the inevitable cringe factor involved in video feedback, this was a new and 
valuable experience. To start with I had felt terrified and was sure that this would be 
quite obvious. I was surprised to watch myself coming across as confident and 
relaxed. As for embarrassing mannerisms, I already knew that I was an incorrigible 
gesticulator, but had not imagined that I would sound so softly spoken. The other 
participants kindly approved of my arm waving, saying it gave me a congenial air, but 
some admitted that it could have been difficult to hear me if the room had been larger.
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This simple discovery was important, because all the technique and style I was 
mastering would come to naught if I was inaudible.
The second workshop gave me plenty of opportunity to improve on this aspect as it 
was led by an actor who included voice projection exercises and theatrical sight 
reading tests. I do not profess to speaking loudly and clearly at all times but at least I 
am now aware of this potential weakness, and will ask the audience for feedback if I 
am unsure of their ability to hear me. A useful trial soon presented itself. I was 
invited to fill a short slot at a Medical school ’grand round’. The venue was a 
traditional wood-panelled lecture hall, hung with historic portraits and providing 
seating for several hundred. It felt as though I was presenting the Christmas Scientific 
lecture, but was a good opportunity to ensure that my voice could reach to the far 
comers of a large auditorium.
Testing out new skills
A further opportunity to apply my array of newly acquired skills arose soon 
afterwards. A group of rehabilitation engineers approached me a second time to 
lecture on their course. Since my first intimidating encounter with them, I had been 
on maternity leave, returned to work part-time, and moved from the field of physical 
disability. The clinical psychologist who had taken over from me had lectured for 
them the previous year, but did not feel able to do so again, so perhaps as a last resort 
they thought of me. Although I had several legitimate reasons for declining, I knew I 
had to do it and improve on my previous performance. A combination of teaching 
techniques including rounds, brainstorming and group exercises led to lively 
discussion. Use of overheads purely to summarise salient points, was augmented by 
more detailed handouts to reduce the need for industrious note-taking. At the end of 
the session I felt content that the students had been provided with a more useful and 
interesting learning experience than I had been able to offer them two years before. It 
was a bonus to gain tangible confirmation of a substantial increase in my ratings, and 
to be told that this had been the highest score that this particular module had ever 
received from any lecturer.
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Organising a tutorial and lecture programme
At the beginning of 1996 a senior lecturer, highly regarded in the health psychology 
field, moved from the Institute of Psychiatry to another University to take up a chair. 
This left a substantial gap in both the tutorial and lecture programmes for clinical 
psychology trainees in our department. I immediately volunteered to take some 
responsibility for tutorial teaching, and was gratefully accepted. In preparing for the 
encounter, I reflected on some of the less positive tutorial experiences I had received 
as a student. Unpleasant memories came flooding back as I recalled instances when I 
had sat squirming in my seat, eyes averted, shuffling my papers as we were asked to 
provide precise examples or references which had been forgotten amongst the volume 
of reading. The result had been stilted and unfruitful discourse. My aim has therefore 
been to avoid this scenario by providing an encouraging, non-judgmental forum for 
discussion. Emphasis has been on exploring controversial issues and students’ views, 
rather than accurate recall of the literature. This has often led to spirited debate. 
Whilst I would not profess that only pearls of wisdom emanate, some stimulating and 
valuable comments have always emerged. As for examinations, my feeling is that 
provided I have been able to instil an understanding of the central issues and disputes 
in a field, students will be in a strong position to re-evaluate the literature during 
revision, and back up their arguments with the relevant research.
Unexpectedly, I also found myself nominated to take over the planning and 
organisation of the health psychology lecture programme for 1997. This at first 
seemed a overawing task. My predecessor was (and continues to be) an leading 
member of the academic community with many friends and colleagues at the forefront 
of their fields of expertise. This meant that the lecture schedule had always been 
filled by distinguished internal and external speakers. Having braced myself for a 
stint of "telephone sales" - a job I had never envied - 1 was pleasantly surprised to 
encounter nothing but support and co-operation from everyone that I approached.
In the event a varied and enticing programme was produced. All the lecturers were 
enthusiastic about their topics. Most had already established track records as 
entertaining speakers, while the few that had yet to gain their reputation were keen to 
acquire teaching skills. We all had to start somewhere. Student feedback was elicited 
so that lecturers had the chance to be given praise and constructive criticism, in order
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that their teaching, and the programme as a whole could develop. Although feeling 
that I had been "dropped in at the deep end" I am grateful now for having been 
entrusted with this responsibility.
Lesson Brushing up on technique
1 Scrutinise your lecture technique. In many circumstances a lecture 
approach that encourages questions and discussion will be more 
interesting and memorable for students.
8 Brace yourself and request constructive criticism - your lectures 
will benefit.
9 Seek out specific teaching skills workshops, whatever stage you 
have reached in lecturing, so that you can continue to improve.
10 Keep visual presentations clear and concise. Highlight pertinent 
points to prompt dialogue. Summarise important information in 
handout form.
11 Take up on any opportunity to be video taped - it is the only way to 
view yourself as others see and hear you.
12 Coerce yourself into taking new challenges and facing slightly 
intimidating situations in order to further your expertise and 
confidence.
13 Draw from your own learning experiences to facilitate teaching 
others.
One major hurdle remains for me. I have yet to make a presentation to an 
international conference. Something about the size and intellect of the audience 
makes this the ultimate test at the top of my graded hierarchy. I was given the 
opportunity to present recently, but the date of the conference in Istanbul coincided 
with the estimated day of arrival of my second child, so somewhat relieved to have a 
bona fide excuse, I declined. This is a goal for the future.
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Reflection on Clinical Practice
Ethical Issues
My most memorable patient as a clinical psychology trainee, and the subject of an 
unwanted claim to fame, was a young man who was sexually aroused by Austin 
Metro cars. My supervisor at the time, an expert in sexual dysfunction and deviation, 
informed me that we had a duty to our colleagues to write a case study on this unusual 
paraphilia. The paper was published in the Journal of Sexual and Marital Therapy 
and presented at a specialist conference.
Following this, a plethora of newspaper articles retold the story with varying degrees 
of accuracy. Fortunately, we had disguised personal details sufficiently to ensure 
anonymity. Even so I felt quite nauseated when reading the inevitable mockery one 
particular tabloid had made of the account. This was compounded when I switched 
on the TV one evening, only to be greeted by peals of laughter from a studio audience 
(and possibly millions of viewers) at the comic synopsis of our clipping in the satirical 
news programme "Have I got News For You." I had entered clinical psychology 
wanting to foster an understanding and empathy for patients from all walks of life, 
and something about this instance felt distinctly disrespectful. Perhaps my attitude 
was too sober, after all everyone has heard tales of medical students kicking heads 
around the mortuary, or something similarly unsavoury, to preserve their sanity. We 
tread a fine line.
Social and cultural Issues
Becoming more sensitive to the wide range of cultural, family and social backgrounds 
that patients bring with them, is a constantly evolving process. My own upbringing 
has been relatively privileged, with many educational opportunities and financial 
security. I was raised in rural Surrey but have always worked in inner-London, where 
multiracial issues and poverty play a significant part in the lives of many inhabitants. 
This was something of an eye-opener when I began clinical training. Becoming au 
fa it with the dominant social issues in a particular geographical area is fundamental, 
and grows with familiarity of that place.
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In addition to experiencing a different cultural and social upbringing to many of my 
patients, I have had the immense benefit of being reared within a loving and 
supportive family, and the great fortune of being in a happy and stable marriage. In 
my opinion the advantage of harmonious family life can not be overstated. As more 
clinical referrals pass through my hands, so my understanding of individuals’ wide 
and varied experiences develops. Some patients have similar backgrounds to myself, 
but many do not. Constant self-evaluation is required to ensure that I do not impose 
my own value systems on others.
Lesson General clinical issues
1 You will be faced with many difficult ethical issues during clinical 
practice - many will not be resolved, but heeding basic morals of 
respect and confidentiality are vital.
2 If you are working in an unfamiliar geographical area make time to 
orient yourself towards dominant local social issues.
3 Never assume that your own value systems will be shared by your 
patient.
Experiencing Hostility
Recently a patient was referred to me for post traumatic stress counselling. The 
assessment appointment revealed a woman who was different from me in almost 
every aspect of past and present experience. Her mother had died during her 
childhood, and her father, an alcoholic, became a ’missing person’ shortly afterwards. 
After many unhappy years in temporary foster-care she had entered into a series of 
violent and abusive relationships, the last of which had resulted in her near-death. At 
the time of our meeting she was living in a squat, in freezing, unsanitary conditions. 
Her tastes in dress, music and art were clearly poles apart from mine. She was 
actively involved in drug culture and her harsh life experiences had made her entirely 
anti-establishment. Sitting next to her in my smart woollen suit I wondered how we 
were going to find some common ground.
Having laboured with our glaring contrariety and her hostility during a subsequent 
meeting, I began to question if feeling intensely empathie was enough. Was I really
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the best person to help this patient? Struggling with this dilemma, I reviewed the 
options. I could persevere or I could find someone with more awareness of the 
relevant cultural issues and experience of dealing with the aftermath of domestic 
violence. This may have long-term advantages, but it did mean that this woman 
would have to undergo the task of re-telling her traumatic life history. This clearly 
had been extremely difficult and intensely distressing for her, and I did not want to 
ask her to repeat the exercise if not entirely necessary. In any case the very definition 
of empathy - the ability to share, understand and feel another person’s feelings - does 
not stipulate being a kindred spirit.
Considering referring on
In truth, referring her on felt like admitting defeat, something which I am not good at. 
Up until this point I had been fortunate to establish close rapport with virtually all of 
my patients, despite their varying backgrounds. I had not previously received such 
unbridled hostility. Persuading myself that it was in the patient’s best interest to refer 
on would have been the easy option, I would not have to face yet another session as a 
human punch-bag. But despite her bitterness with ’the system’ of which I was part, 
my patient had seen me a second time. I decided that although she might not feel that 
she liked me, she was at least beginning to trust me. The conclusion I reached was to 
discuss my predicament openly with her, so that we could reach a joint decision on 
how to proceed.
Collaboration with the patient
As expected, she admitted to finding the therapeutic setting alien, but despite this 
wanted to proceed with our sessions. After defining mutually acceptable treatment 
goals, we negotiated some ground-rules. She agreed to give treatment a fair trial and 
voice any grievances, rather than just terminate her attendance. This included giving 
me immediate feedback if she perceived anything I said as offensive or inappropriate, 
so that I could elaborate or justify my meaning. I offered her positive regard and a 
non-judgmental forum for discussion, but was open about my lack of direct 
experience in the cultural and social issues that entwined her life, particularly the 
drug- taking. This contract has worked well. We may be complete antitheses, but a 
good, trusting, therapeutic allegiance has been formed irrespective of our differences.
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When I first began practising I may have shied away from being so candid, feeling 
that it would have threatened my professional standing. Unrealistically, I expected 
myself to appear as though I could handle every eventuality, and tried to disguise any 
gaps in my experience. Now, ironically perhaps, as my actual knowledge expands, 
my effort to foster any illusion of being an ’expert’ declines. That is not to say that I 
would underrate my competence in patients’ eyes, as they need to feel secure and 
positive about changing their situation, but I would never set myself apart on a 
pedestal to be admired. I prefer to encourage a balanced therapeutic relationship 
emphasising collaboration between myself and the patient.
Lesson Facing challenges
4 Do not expect all patients to be pleased to be seeing you - some will 
be furious!
5 Whilst you may be able to rationalise a patients hostility towards 
you, it can still be hurtful and difficult to handle. If possible 
debrief with a colleague.
6 Being able to empathise with a patient does not mean you have to 
share similar experiences, but you do need to gain as much insight 
as possible into the social and cultural issues surrounding their life 
in order to give their problems context.
7 Be prepared to recognise and refer on if a referral really is 
inappropriate, but only if the benefits for the patient will be 
greater.
8 Foster an open collaborative relationship with your patients where 
common goals are established and re-evaluated at regular 
intervals. Be constantly alert for patients nurturing unrealistic 
expectations or varying objectives.
Recognising your limitations
Probably the hardest lesson I have had to learn as my clinical practice develops, is to 
recognise my limitations. As many others who embark on a caring profession, I saw 
myself as being on a something of a mission, to turn sad or difficult lives into happy 
ones. Using my tool-kit of cognitive-behavioural techniques, acquired during clinical 
training and constantly expanding, there are many occasions when I have been
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privileged to help patients take control of their lives and make them worthwhile and 
pleasurable once more. These are precisely the instances which make the job  so 
rewarding, and compensate for the emotional burden involved in sharing great loss 
and hardship. Nevertheless, the reality is not always so gladdening. The favourable 
outcome described above tends to occur most frequently in patients who have 
previously coped effectively, have caring families and friends and comfortable social 
circumstances.
Last year I received a referral from a general medical clinic which, in hindsight, was a 
bit like the estate agent details on our last house; "a charming Victorian cottage in 
need of some updating," in fact meant no heating, no kitchen, Heath Robinson wiring 
and an outside loo, not to mention dry rot, woodworm and lurid 1970s wallpaper. The 
referral said "please could you see this rather anxious lady who reports low mood at 
times,". W hat it should have said was that this lady has a life-long history of severe 
depression, generalised anxiety disorder, agoraphobia and social phobia, in addition to 
a multitude of chronic physical illnesses, and a host of past and present adverse life 
events and stressors.
I found it tormenting to believe that life could be so unfair to one person, and 
desperately wanted to bring some cheer to her barren existence. M y thoughts became 
preoccupied with schemes to improve her daily living. W e used a problem  solving 
model, but found that avenues we were exploring were constantly blocked. Hurdles 
such as an authoritarian and severely mentally ill husband, her own physical health 
restrictions, complete absence of friends, financial hardship and numerous other 
family or social problems continued to hinder progress.
M y patient seemed gently resigned to the fact that her appalling life circumstances 
were unlikely to change dramatically. She claimed that just having sessions to off­
load some of her many stresses had been greatly beneficial to her. Concerned that 
perhaps I was overlooking a major way forward, I presented her case at a peer support 
meeting of the adult psychology section. At the conclusion of the presentation I was 
left with conflicting feelings - of reassurance and hopelessness. On the positive side, 
my colleagues had been approving of the way I had handled the case and 
commendatory about the variety of strategies I had employed. On the negative side,
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no one had any further suggestions. One highly esteemed senior lecturer observed 
that perhaps my treatment goals should be far more modest - even just offering 
regular appointments was providing this patient with a much needed life-line, which 
helped keep her away from severe depression.
We began to set some very basic targets to be worked on between sessions. Progress 
was slow and there were still many obstacles, but some positive changes occurred. In 
order of magnitude, it seemed like climbing molehills to me, but this patient felt as 
though she had conquered Everest.
Lesson Recognising limitations
9 Nothing will prepare you for some of the tragic life stories that you 
will encounter in clinical practice. You may find that your own 
perceptions of control over life events will be uprooted.
10 Do not take the whole world on your shoulders - give your best 
efforts to your patients but recognise your limitations. If a patient 
has multiple life difficulties, empowering them to employ various 
coping strategies to deal with these rather than actually change 
their life circumstances, may well be all that you can hope for.
11 Do not be reticent in asking for peer support with challenging 
cases. Drawing from the experiences of peers can often assist your 
advancement with the patient. At worst, when further suggestions 
are lacking, gaining endorsement from colleagues may be 
comforting.
12 Just as some patients may unrealistically expect a few sessions with 
a therapist to sort out their whole life, other patients with 
desperate life circumstances may expect very little. An hour of 
your support every few weeks may seem like paltry recompense to 
you, but may be a boon for the patient.
Designing flexible assessment and treatment packages
Not only have I learned that goals may not necessarily follow classic textbook cases, 
but also that assessment and treatment packages may need to be more flexible. I have 
a strong memory of my first assessment appointment as a trainee, under the watchful 
eye of my supervisor. The patient was suffering from obsessional-compulsive 
disorder and I was to take the details. I had discreetly scribed the vital questions from
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our clinical psychology handbook in sequence on the first page of my clip board, and 
gingerly began to make my enquiries. Half way through the session I realised to my 
dismay that I had forgotten to elicit some essential information, and was completely 
thrown.
Today, someone sitting in on one of my assessment interviews would find it far less 
rigid. Although I maintain a mental schema of information to be covered, I let the 
patient take the lead as to where they wish to begin, and how their story unfolds. In 
my opinion the result is far less stilted, leads to more rapid establishment of a rapport, 
greater depth of knowledge, and gives the patients increased control, which is 
particularly important when they are having to cover sensitive topics. Presumably the 
self-assurance to adhere less strictly to a predetermined format can only arise with 
increased experience and knowledge of a particular field. Recently, when asked to set 
up a sleep clinic, of which I had no prior experience, I found myself seeking the 
security of a structured assessment interview schedule once more. As soon as I 
became accustomed with the core information to be elicited, I then found it more 
comfortable to return to a patient-led agenda.
Flexibility is also indispensable when designing treatment packages. The first reason 
for this is that no two people are the same. At the beginning of my career I may have 
been more prescriptive in my proposals. Now I tend to pick and mix from the many 
available tools, so that every treatment programme is carefully tailored to each 
patient. Another reason is that practical manuals are unlikely to offer advice on every 
disorder that one is likely to encounter. This is particularly so in my field of general 
medicine. Earlier in my career I would have been alarmed to have been referred a 
patient with an unusual problem about which I could find no treatment advice. Now I 
realise that a variety of basic techniques can be applied equally effectively in all sorts 
of situations, and I find it stimulating to be creative.
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Lesson Assessment and treatment
13 Structured interview measures have their place. However, 
providing you can receive answers to core questions, allowing a 
patient freedom to tell their story may put them at their ease, 
make them feel listened to, and reveal more valuable information.
14 Whilst basing treatment programmes on existing theory, be 
prepared to be flexible and enjoy being innovative.
Boundary issues
Finally, I wish to reveal an area in which I have most difficulty, and I recognise 
requires attention. The astute reader may have already picked up on some clues that I 
tend to become over-involved. My therapeutic and teaching styles tend to be rather 
informal, and my worst critic may describe me as over-friendly. The vast majority of 
patients respond well, and rapport is readily established. However I need to bear in 
mind that some patients may prefer a more formal arrangement, and modify my style 
as appropriate. Pursuing this issue of friendliness, I have been contemplating whether 
it is appropriate to divulge aspects of my personal situation to patients. I appreciate 
that some clinical psychologists feel vehemently that sharing personal details would 
endanger the professional relationship. My own opinion is that there are times when 
the situation is unavoidable without appearing churlish. One example that springs to 
mind in my career was working when pregnant - a personal detail which I could not 
hide! Many patients asked me about the pregnancy and my family, gave me gifts for 
the baby when I went on maternity leave, and were keen for progress reports on my 
little girl’s development when I returned.
There are occasions when denying a friendly enquiry would be ill-mannered and 
damaging. I am certainly not advocating that therapists speak freely about their 
personal lives, or even unless first asked about some aspect by their patients. I also 
recognise that by permitting this I am exposing myself to potential difficulties, but I 
find that often it seems to put patients at their ease to know a little about me. A 
technique which I have found quite helpful is to allow a short period of social
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discourse at the beginning of each meeting if the patient initiates it, after which I 
make a clear statement to mark commencement of the session proper.
Avoiding over-involvement
I have encountered two products of over-involvement, which may have been partially 
a consequence of my personality. The first was in the case of a severely depressed 
patient who appeared to spend the week just looking forward to our next appointment. 
She had no social support and extremely low self-esteem. In an assessment session 
she divulged that a few months previously she had attempted suicide by overdose. In 
the event she had just slept for a whole day and woken up feeling very groggy. No 
one else knew of the incident. When I conveyed my concern about her making 
another attempt on her life she replied "I would never do that now - I’ve got you."
Fortunately I was able to convey to her that although I was pleased she found sessions 
supportive, it was too much responsibility for me to be the only person there for her. 
After all I only worked part-time. What if I were at home, sick or on holiday when she 
felt really low? I arranged as much back-up as possible. This was not all, she 
constantly paid me compliments and brought me gifts.
Eventually, after much deliberation, I confronted her with my genuine concern that 
what she wanted from me was more than a professional relationship could offer. She 
admitted that what she desired was for me to be her best friend. We had already 
discussed the great need for companionship in her life, and I was guiding her towards 
appropriate social contacts. At length she was able to accept that, because of the 
nature of our relationship, I could not be part of her life on a long-term basis. I 
frequently alerted her to the possibility of my moving abroad with my husband, or 
taking maternity leave, and contingency plans for alternative counselling support were 
made. Now, if I ever receive the slightest indication that a patient may be becoming 
too attached, I would air the subject at the earliest opportunity.
The other case of potential over-involvement was with a woman I liked immensely 
and would have been pleased to have as a friend had I met her under different 
circumstances. Towards the end of therapy, after coping well, she suddenly began to
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report a decline in her progress and a need for further sessions. I sensed that these 
were delaying tactics, and realised that the termination of contact was going to be a 
loss to both of us. I raised these issues and we shared a frank discussion. She agreed 
that she had regained control of her life and was ready to move on from therapy, but 
hoped that we could remain friends. She was a dentist by profession, had made a 
number of patient companions, and could see no harm in us developing our obvious 
compatibility once treatment was completed.
I wrestled with the ethics of this dilemma, and decided that this was not the 
appropriate basis for a friendship. My knowledge of her personal life was all- 
embracing, hers of mine was rudimentary. The relationship had not been equal in this 
respect, and I was not sure that it ever could be. I told her that I would always be 
pleased to hear how she was doing, but that I would be abusing my position to foster a 
social relationship. I do miss her, but feel sure that this was the right decision to have 
made.
Lesson Boundary issues
15 Boundaries with patients will be shaped by professional ethical 
guidelines but will vary from one clinician to another and 
according to the setting in which you are working.
16 Aim to be clear in your own mind what level of personal 
involvement (if any) feels most comfortable to you.
17 Relationships that originate in a therapeutic setting do not 
translate well into a social setting.
Managing emotional overload
One of the penalties of being a clinical psychologist that I have already mentioned is 
sharing in the emotional burden of the patient. Retaining some kind of detachment is 
vital for self-preservation, as is having good personal support, and other absorbing 
interests. "Taking people’s problems home" seems to become less of an issue with 
greater experience. As a trainee I shed more tears over others’ misfortunes than I do 
now. There still remain certain areas where the emotional strain may be greater, and 
the need for support higher.
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When I first took up my lectureship, I was keen to acquire some clinical experience in 
cancer care. My interest was gratefully received by the oncologists, who, seeing me 
as the ’expert’, referred all the patients who had most difficulty coming to terms with 
the disease, and were "too challenging" for the nurse counsellors. I was also asked to 
take on the role of a much-needed staff supporter. Dealing with death is not 
something I had been prepared for as a clinical trainee although during my MSc, one 
trainee’s depressed patient committed suicide. A wave of despondency swept over us 
all, and we were offered counselling support.
Amongst the deluge of oncology referrals I was beginning to receive, a significant 
proportion had advanced disease and so began to die. Although I did not have to deal 
with the appalling position of wondering if I could have prevented the death, as with a 
suicide, I was overwhelmed by grief. For a short period I became immersed in a 
heightened awareness of my own, and my loved ones’ mortality. I was without 
professional support and relied on my caring family to carry me through. On 
reflection I should have pressed for peer support. If I am ever again in a similar 
position, I would insist upon it. At the time I had fallen into the trap of believing that 
it was my responsibility as a good clinical psychologist to be able to cope.
Lesson Coping with emotional strain
18 Never allow yourself to fall into the trap of believing that if you are 
a good clinical psychologist you should be able to deal with any 
emotional burden. Make sure you feel well supported - you will 
not be best able to help others if you are emotionally drained 
yourself.
Working in oncology was not all ’doom and gloom’. There were many success 
stories, and it was often humbling to work with such inspirational patients. One 
considerable advantage of being a clinical psychologist, surrounded by individuals 
dealing with all manner of adversities, is that it tends to put your own life into 
perspective. This job helps consolidate what is really important, and what is not. The 
other day I found myself quibbling with my husband about whose turn it was to clean 
the toilet. Then I remembered my patients and realised how lucky we were to have 
something so trivial to argue over, it did not matter one iota in the grand scheme of 
things (I’m sure it was his turn though!).
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Changes within Clinical Psychology during the last decade.
It is now ten years since I completed my clinical training. This section briefly 
examines some of the changes, of personal relevance, that have occurred within 
clinical psychology during this period.
Theory and Research
Towards a model of evidence-based practice
Since my training there has been a clear shift in theory away from the “scientist- 
practitioner” model of professional practice towards the “evidence-based 
practitioner.” The “scientist-practitioner” model viewed clinical psychologists as 
contributing to research and also drawing upon it, but has been criticised for not 
leading to a consistent connection between research and practice (Hayes, 1996). 
Evidence-based practice (EBP) promotes a stance in which practitioners draw upon 
research evidence and use this to inform their practice. Having exercised this 
judgement and implemented a treatment, evidence-based practitioners should then 
audit their work, participate in outcome benchmarking studies and contribute ideas 
that influence future research (Milne, 1999).
In recent years there has been general agreement that EBP is a desirable goal in both 
medicine and clinical psychology. This is in line with Clinical governance in the NHS 
(see 2.1 below and QUEST, 1999) which is directed toward improving the quality of 
patient care and treatment. For clinical psychologists, evaluating treatment outcome 
is necessary to persuade purchasers to invest in psychological therapies. EBP has 
implications for the types of research methods which will be given credence. In 
accordance with the NHS Research and Development (R&D) initiative introduced in 
the early 1990’s (Peckham, 1991), the basic standards are “three Ps and one G” 
(Milne, 1999, research needs to be protocol based, peer reviewed, publishable and 
generalisable).
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The increasing use of EPB philosophy in medicine, and elsewhere in the NHS during 
the last decade, have underlined the importance of evaluating all aspects of healthcare. 
This did not occur routinely in my early years of clinical practice, and overall appears 
to be a positive move, promoting an ongoing process of evaluation and advancement 
within clinical psychology.
The expansion of Qualitative research methods
Although there has been a tradition of qualitative research in related fields (such as 
sociology), clinical psychology is only just beginning to recognise the complementary 
roles of quantitative and qualitative research (Reynolds, 2000). Nine years ago, when 
I was planning a qualitative study, to substantiate our quantitative research, there was 
very little guidance on the subject within the psychological literature. Now there is a 
profusion of books devoted to the topic, and several established methods of analysis 
which include computer based programmes.
The acceptance of the potential of qualitative methodologies seems to have emerged 
with a shift of emphasis in the positivist (e.g. quantitative research) versus 
contructivist (e.g. qualitative research) debate which has raged historically. A middle 
ground seems to have been reached by resolving that neither positivist or 
constructivist approaches are better than the other. Instead it is agreed that these 
different standpoints are associated with different kinds of knowledge. It is the 
responsibility of the researcher to choose an inquiry position appropriate to the 
phenomena being researched.
Telecommunications and research
As a psychology undergraduate, a basic computerised statistical course involved a trip 
to the computer sciences department. Writing up of my final year research project 
took place long-hand, or for those who could afford one it was prepared by a typist. 
Not a single student in my year had their own computer. That was fifteen years ago. 
As a research psychologist I had access to a computer for word processing and data 
analysis, but we did not have the internet. Keeping abreast of the literature meant 
scanning relevant journals as they reached the library. One hour slots could be 
booked a week in advance to view MEDLINE via CD-ROM in the library. That was
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ten years ago. Now, 100 miles from Guildford, sitting at home writing this section on 
my “lap-top” I can scan MEDLINE via the internet or send a draft to the university 
using e-mail. The same was true during our posting to Australia some 10,000 miles 
away.
The internet will certainly increase the opportunity for collaborative research between 
individuals, departments and institutions in geographically diverse locations. Jerome, 
DeLeon, James, Folen, Earles and Gedney (2000) propose that increased 
collaboration will allow broader data collection, expand knowledge across disciplines 
as well as facilitate peer review and electronic publication. There is clearly enormous 
scope for the future.
Practice
Clinical Governance
Clinical governance was first introduced in the white paper “The New NHS: Modern, 
dependable” (Department of Health, 1997). Plans were outlined for an integrated 
approach to quality. These have been summarised by Firth-Cozens and Midgley 
(2000) and include:
• team leadership and team development
• the means to disseminate knowledge about pertinent evidence from research
• clinical audit skills
• risk management skills
• information systems
• continuing professional education and development
•
Those responsible for the development of clinical governance are seen to require 
specialist organisational skills. This role would entail drawing together the different 
quality areas and creating new systems to identify exemplary and second-rate care. 
Information and education would then need to be implemented to orchestrate any 
necessary changes.
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The above issues are not new, and many clinical psychologists have been 
endeavouring to address them during much of the last decade. However there seems 
to be a current consensus that for the 21st century, these are not just desirable options 
but essential outcomes. The serious nature of this new era of “accountability” has 
been emphasised by the establishment of the Commission for Health Improvement 
(CHI) which will periodically inspect trusts in terms of clinical governance.
Developments in Primary Care
When I was a clinical psychology trainee at the Institute of Psychiatry, patients 
referred by General Practitioners in the locality would be given an appointment to be 
seen in the Maudsley Hospital out-patient department. Due to its location within a 
psychiatric hospital, and the relative comfort of the large reception area, it had 
become an unofficial “lounge room” for many long-term mentally ill in-patients. 
Going to meet a young woman with agoraphobia for our first appointment at the start 
of my adult placement, I found her cowering in a comer whilst a floridly psychotic 
gentleman terrified her with a soliloquy about being the son of God. The 
inappropriateness of this arrangement was recognised by many, but at that time 
placing clinical psychologists in primary care settings was in its infancy.
Since then, the introduction of GP fund-holding, locality groups, and most recently, 
primary care group (PCG) fund-holding has resulted in greater emphasis on 
community health care and services provided within the GP practice (Department of 
Health, 1997). These changes have led to a steady increase in the number of clinical 
psychology posts in adult primary care (Papworth, 2000).
Recently, after a career break to care for my small children and a move to rural 
Dorset, I have returned to work in primary care. Provision of clinical psychology 
services within the GP practice in which I am working appears to have concentrated 
largely on individual therapy. In line with recommendations made by Alexander 
(1996) other options which are being considered are: working through other 
professionals, running groups, targeting specific problems and providing educational 
events and self-help material.
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Since I trained, there has been a marked alteration in GP’s attitudes towards clinical 
psychologists. In a study by Eastman and McPherson (1982) one third of GP’s 
did not wish to have psychologists based in their surgery. In contrast Medlik (1999) 
in a survey of one hundred GP’s views on the future of psychology services found 
that none of the GP’s in their study wanted less input from clinical psychologists at 
their practice. Increased experience of clinical psychology services has probably 
influenced this shift.
Professional Roles
One field in which I have a special interest, that has shown considerable expansion 
over the past decade, is that of applying psychological theory and practice to 
healthcare and physical health problems. This has led to increasing demands for 
clinical psychology services and new roles for the psychologist. There are presently 
two possible career paths for a health psychologist; the clinical health psychologist 
and the professional health psychologist. In order to practise as a clinical health 
psychologist it is generally accepted that following training as a clinical psychologist, 
expertise would be acquired in health psychology (Johnston and Kennedy, 1998).
This is the route that I followed. The role of the clinical health psychologist is usually 
within the field of physical health. Six main aims within this role have recently been 
delineated by Latchford (1999): (1) the reduction of psychological distress interfering 
with treatment, recovery or quality of life (e.g. depression following a heart attack);
(2) the improvement of poor treatment outcomes (e.g. pain and distress following 
surgery); (3) to tackle poor adherence to medical treatment (e.g. diabetes); (4) to 
reduce inappropriate uptake of medical treatment (e.g. somatization); (5) to reduce 
behavioural risk factors for illness (e.g. smoking) and (6) to address problems in 
delivery of healthcare (e.g. staff stress).
A professional heath psychologist is someone who has trained in health psychology 
and works as a health psychologist. The last decade has seen developing 
opportunities to study for an MSc in Health Psychology and recently the BPS has 
approved the term “Chartered Health Psychologist”. Professional health 
psychologists should have experience in research, teaching and consultancy. The role 
of the professional health psychologist may be as an academic within the higher
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education system, within a health promotion setting, within schools or industry, 
and/or employment within the health service (e.g. developing and evaluating 
interventions to reduce risk related behaviour).
A new role of “public health psychologist” has just been suggested by Wardle (2000). 
She suggests that by supplementing the conceptual and empirical strengths of health 
psychology with the methodological strengths of public health psychology, major 
contributions to public health can be expected in the 21st century.
Conclusion
Clinical psychology has continued to evolve over the last decade, with greater 
expansion in certain domains (e.g. physical health and primary care). The growing 
emphasis on clinical effectiveness and clinical governance emerging from the White 
Paper (Department of Health, 1997) and the increasing use of EPB philosophy in 
medicine, and elsewhere in the NHS, during this era have accentuated the importance 
of evaluating all aspects of healthcare. This has encouraged clinical psychologists to 
reflect on, and “tighten-up” their clinical and research habits. The biggest influence 
with regard to research, teaching, and to a lesser degree clinical practice, has been the 
internet. The opportunity for collaborative research in geographically distant 
locations, near instant access to specialist knowledge (e.g. rare clinical disorders) and 
long-distance study are just a few of the advantages offered by the internet. This is 
probably just the “tip of the iceberg”. It will be interesting to see how clinical 
psychology is conducting itself in 2010.
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Foreword
This section of the portfolio combines two interrelated pieces of research in the field 
of psychological aspects of cancer screening which were published in the early 
1990’s:
Pemet, A.L., Wardle, J., Bourne, T.H., Whitehead, M.L, Campbell, S. and 
Collins, W.P. (1992). A Qualitative Evaluation of the Experience of Surgery 
After False Positive Results in Screening for Familial Ovarian Cancer. 
Psycho-Oncology, 1, 217-233.
W ardle, J., Collins, W.P., Pemet, A.L., Whitehead, M.L, Bourne, T.H. and 
Campbell, S. (1993). Psychological Impact of Screening for Familial 
Ovarian Cancer. Journal o f  the National Cancer Institute, 55(8), 653-657. 
These studies took place while I was part of a research group led by Jane W ardle at 
the Institute of Psychiatry, London. I was responsible for the day-to-day running of 
the project carrying out data collection, coding and entry. In the main quantitative 
study Jane and I jointly analysed the results and prepared the paper for publication. 
Professor Collins and his registrar, Tom Bourne, were the medics carrying out the 
ovarian screening programme at King’s College Hospital. They gave permission for 
the psychological study to be carried out, allowed us access to scan and surgery 
results, and acted as consultants when explanations of medical procedures were 
required. M alcolm Whitehead and Stuart Campbell were the surgeons who performed 
hysterectomy or oophorectomy when necessary. The medical and surgical team 
played no further part in the psychological studies. The qualitative study was my own 
project from conception to publication. Jane W ardle acted in a supervisory capacity 
and gave feedback on preliminary drafts before submission for publication.
The data for these studies was collected between 1990 and 1993. At that time this 
field was in its infancy, and to my knowledge these were the first published works of 
this type regarding ovarian cancer screening. This has since become a rapidly moving 
area. The introduction therefore discusses the literature that was available when the 
studies were carried out so as to better understand their context and significance. For 
clarity the methodology and results for these studies have been treated separately, but 
the discussion and conclusions have been drawn together and brought up to date in the 
light of more recent research.
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1 Introduction
7.7 Ovarian Cancer
1.1.1 Nature and Prevalence
Ovarian cancer is sometimes referred to as the "silent killer," because women usually 
exhibit no symptoms until the disease has already spread. It is the most common, and 
the most fatal, of the gynaecologic cancers with about 5200 women in the UK 
developing the disease each year (Houlston, Hampson, Collins, W hitehead, Campbell 
and Slack, 1992). M ost women with ovarian cancer have to cope with the devastating 
and debilitating symptoms of diffuse intra-peritoneal epithelial cancer, resulting in 
death from recurrent bowel obstruction and/or cachexia (loss of weight and general 
bodily deterioration from chronic disease).
1.1.2 Survival Rates
Ovarian cancer has the poorest prognosis of all the gynaecological cancers, with a 
five-year survival rate of less than 30% (Houlston et a l ,  1992). The fundamental 
problem in treating epithelial ovarian cancer is that, once it has spread beyond the 
ovary, it is exceedingly difficult to control and ultimately to cure. There is however 
some evidence that the five year survival rate is greater than 90% if  the disease is 
detected when still confined within the capsule of the ovary (Young, W alton, 
Ellenberg, Homesley, Wilbanks, Decker, Miller, Park and Major, 1990). Attempts to 
improve survival rates for ovarian cancer have been directed towards the detection of 
early stage disease through screening (Jacobs, Stabile, Bridges, Kemsley, Reynolds, 
Grudzinskas and Oram, 1988).
1.1.3 Risk Factors
The case for ovarian screening is strengthened within certain sub-groups. M ore than 
90% of women who develop ovarian cancer will be over 44 years of age and either 
peri- or post-menopausal (Goswamy, Campbell, Royston, Bhan, Battersby, Hall, 
W hitehead and Collins, 1988). There also appears to be a significant increase in the 
prevalence of ovarian cancer within families having a history of the disease. Bourne, 
W hitehead, Campbell, Royston, Bhan, Collins (1991) found that women with a close
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relative who has developed ovarian cancer will have about a ten-fold risk of 
developing the disease themselves (3.9/1000 compared to 0.4/1000).
A number of protective factors have been suggested by W hittemore and colleagues 
(Whittemore, Harris, and Itnyre, 1992a, 1992b, 1992c; Harris, W hittemore, Itnyre, 
1992). These include oral contraceptives, pregnancy and breast-feeding. Conversely, 
increased risk was seen among nulligravid women and infertile women, particularly 
those who had used fertility drugs.
1.1.4 Familial Ovarian Cancer
The importance of genetic predisposition in ovarian cancer has been increasingly 
recognised. Two principle categorisations have been made when predicting risk:
(1) Having a first-degree relative (mother, sister or daughter) with ovarian 
cancer
(2) Having a second-degree relative (maternal or paternal aunt or 
grandmother) with the disease.
All the women in our two studies had a first-degree relative with ovarian cancer, 
which in the majority of cases was their mother.
Kerlikowske, Brown and Grady (1992) carried out a review of the literature in this 
field. They suggested that a normal 35-year-old woman has a life-time risk o f about 
1.6%. W ith one first-degree relative the life-time risk triples to 5%, and for two or 
more relatives it may rise to about 7%. Although these figures are slightly more 
conservative than those proposed by Bourne et al. (1991 - see above) they 
nevertheless both confirm a significant increase in risk with family history. Lynch et 
al. (1991) have studied families whose female members have had ovarian cancer over 
multiple generations, often associated with breast cancer. They have dem onstrated 
how these cancer-prone families transmit an autosomal dominant gene that imparts a 
risk of about 50% to the affected women. The case for ovarian cancer screening is 
clearly strengthened within women with a strong family history of the disease.
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1.2 Cancer Screening
1.2.1 Aims
The main aim of cancer screening programmes is to detect disease or disease risk 
factors, among the general population, in order to implement earlier preventive or 
therapeutic interventions. The principle benefit derives from the finding that 
treatments can be more effective when disease is less advanced. A  further aim is to 
reassure those for whom no problem is detected (Wardle and Pope, 1992). The extent 
to which any cancer screening programme will achieve these aims depends primarily 
upon how good the screening test is at detecting cases, and the degree to which early 
detection and treatment can improve outcome.
1.2.2 Sensitivity and Specificity
The validity of a screening test is estimated by its’ sensitivity (the likelihood that the 
test will be positive in all patients that actually have cancer) and its’ specificity (the 
likelihood of a negative test result in patients who genuinely do not have cancer). As 
sensitivity increases, the specificity often decreases because more false-positives are 
found (i.e. patients determined by the test as having cancer when they do not).
1.3 Screening techniques for Ovarian Cancer
1.3.1 Identifying Abnormalities of Ovarian Morphology
This is the principle screening method for ovarian cancer either through 
transabdominal ultrasonography or transvaginal ultrasonography. The former 
technique uses a suprapubic approach through a distended urinary bladder and the 
latter a endovaginal probe. Transvaginal ultrasonography permits much finer 
discrimination of the architecture of the ovary and uterus due to higher frequency 
images and closer proximity to the target.
1.3.2 Intratumoral Blood Flow
Ultrasonography can distinguish between blood vessels supplying normal tissue and 
those supplying a malignancy by a measure called the resistance index or pulsatility. 
This index records the impedance to blood flow in a vessel as determined by the
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Doppler effect. For normal vessels the impedance is high, but when a tum our is 
developing resistance to flow is reduced, and blood flow increases.
1.3.3 Biochemical Markers
A perfect tum our marker would specifically detect a malignancy and would not be 
present in non-malignant tissues. Unfortunately, no such ideal marker has yet been 
isolated. M ost tumour markers utilise antigens that are frequently found in multiple 
malignancies, but many can also be detected in normal tissues. CA 125 is the most 
widely used tumour marker for ovarian cancer (Bast et a l ,  1983). It is an antigen 
expressed by approximately 80% of ovarian epithelial carcinomas. However, 
elevated levels of CA 125 have also been detected in pregnancy and other benign 
conditions such as endometriosis.
A combination of transvaginal ultrasonography and colour Doppler imaging were the 
preferred screening techniques for ovarian cancer in this programme (Bourne, 
Hampson, Reynolds, Collins and Campbell 1992). However, even with Doppler it is 
not always possible to distinguish between benign and malignant ovarian cysts.
1.4 False Positive Results
1.4.1 Definitions
W hen a screening test has low specificity, a rather high false positive rate is 
inevitable, especially when the false negative rate (the proportion of cases considered 
healthy by the test but which are in fact diseased) is required to be small. Since 
restricting the false negative rate to a minimum is considered to be crucial in any form 
of cancer screening and as ovarian cancer has a relatively low prevalence, many 
women who are given a positive result will subsequently be found to be disease free. 
There is still controversy about the value of intervention, but at the time of our 
research women who were found to have a persistent ovarian mass were likely to be 
referred for surgery.
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1.4.2 Psychological Costs
The anxiety associated with false-positive results may constitute an appreciable 
psychological cost associated with screening programmes. Prior to our research this 
had not been systematically investigated in the cancer literature. It was therefore 
necessary for us to turn to studies on foetal screening to shed some light on the area. 
M aternal alpha-fetoprotein assay has provided an easy method of detecting a raised 
risk for genetic abnormalities in the baby, but it is a measure with a high false-positive 
rate. Notification of increased alpha-fetoprotein has been associated with increased 
anxiety in both the mother and father, although after a definitive negative result 
anxiety levels were found to return to normal, with no apparent effects on the mothers 
attitudes to the pregnancy (Burton, Dillard and Clark, 1985; Evans, Ribiero, W arrell 
and Donnai, 1988). But in a screening programme for Down’s Syndrome anxiety 
continues in younger women, even after a definitive negative result has been reported 
(Marteau, Kidd, Cook, Johnston, Michie, Shaw and Slack, 1988).
Similarly, research into false-positive results in infant screening programmes for 
metabolic or endocrinological disorders, where parents might not be so reassured by 
subsequent negative findings, show some evidence of enduring effects. Sorensen 
(1984) reported that parents who were asked to undergo repeat testing because of an 
anomaly in a metabolic investigation subsequently showed greater concern about their 
child’s health. Fryo and Bodegard (1987) found evidence for continuing anxiety in 
parents whose child had a false-positive screen result for congenital hypothyroidism, 
which persisted after four years. This study also suggested that the children showed 
higher than expected levels of behavioural problems, which raises the possibility that 
a false-positive screen result might have a wider influence on the family.
7.5 True Positive Results
1.5.1 Psychological aspects
A review of the literature at the time of our research revealed a profusion of studies 
into the repercussions of receiving a definite diagnosis of cancer (e.g. Hardman, 
Maguire and Crowther, 1989) and a sizeable literature regarding reasons for non- 
compliance with cancer screening programmes (e.g. French, Porter, Robinson,
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M cCallum et a l ,  1982), but little on the psychological consequences of the screening 
process.
Uncontrolled studies have suggested that there may be serious adverse effects of 
receiving a positive result during cancer screening. Beresford and Gervaize (1986) 
interviewed 50 women who were referred for colposcopy and biopsy following 
abnormal cervical smear results during screening. They found that all o f them were 
fearful of cancer, 80% feared loss of reproductive function and 50% reported 
emotional symptoms. Similarly, Posner and Vessey (1988) reported sustained 
emotional ill-effects among women with positive cervical smears. They carried out a 
detailed, qualitative study of 153 women who were referred to one of two colposcopy 
clinics following an abnormal cervical smear. They described the substantial upset 
that often resulted from the discovery of a few irregular cervical cells. W omen 
interviewed at their colposcopy examination described how they had experienced 
feelings of extreme anxiety, shock, horror and alarm on hearing that their smear was 
positive.
Studies which have compared women who received positive smear results with those 
who had negative results have found less evidence for adverse effects, and some 
evidence for a psychological benefit for women receiving negative results. Reelick, de 
Haes and Schuurman (1984) concluded from a mass cervical screening study in the 
Netherlands that receiving an abnormal smear caused psychological side-effects. 
W omen were interviewed a few days after receiving their cervical smear result.
Those with a positive smear became moodier and felt more ill, while women with a 
negative smear became more relaxed. These adverse effects did not appear to be 
lasting, with improvements being seen by follow up at six months. Lerman, M iller, 
Scarborough, Hanjani, Nolte and Smith (1991) used a telephone interview three 
months after the initial smear result and found differences between women with 
positive and negative results on a number of measures. The interpretation of these 
results was unfortunately complicated by the fact that the women with positive smears 
were more likely to be unemployed and poorly educated, and some had not complied 
with treatment advice.
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In a study of breast screening in the United Kingdom (Ellman, Angeli, Christians, 
Moss, Chamberlain and Maguire, 1989) there was no evidence that women who were 
re-attending after a positive result were especially distressed. Lerman, Trock, Rimer, 
Boyce, Jepson and Engstrom (1991) found that women in the United States with 
abnormal mammograms reported more concern about future mammograms, and 
worries about cancer were likely to affect their functioning. In a Swedish study, 5% 
of women recalled with false positive screening mammograms considered this to be 
the worst thing they had ever experienced (Gram, Lund, and Slenker 1990). Overall, 
at the time of our research it was apparent that findings were very mixed. M ost 
studies had reported only modest and transient ill effects of positive screening results, 
but the more serious problems reported by Posner and Vessey (1988) suggested that 
these effects should be carefully investigated.
1.5.2 Moderating and acerbating factors
Certain factors may help to diminish the impact of psychological reactions to positive 
results in cancer screening. Conversely, other factors may intensify distress. This 
section explores some of the potential moderating and acerbating factors which might 
affect levels of distress during ovarian cancer screening.
1.5.2.1 Coping style
Individual’s habitual ways of coping with stress have repeatedly been found to relate 
to their responses to stressful medical procedures (Suis and Fletcher, 1985) and to the 
diagnosis of cancer (Burgess et a l ,  1988). Coping style has also been found to affect 
wom en’s psychological response to foetal screening for genetic disorders (Phipps and 
Zinn, 1986). Additionally, a more "information-seeking" (monitoring) coping-style 
has been associated with greater distress during colposcopy (Miller and M angen, 
1983). Hence, coping styles might be expected to influence wom en’s response to 
ovarian cancer screening.
1.5.2.2 Doctor-patient communication
The psychological impact of a positive screen result is likely to depend on what the 
individual understands by it, which in turn will be influenced by the manner in which 
the information is conveyed to them. One early landmark study by Boyle (1970)
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evaluated the extent to which patients understood the content of a medical 
consultation. He found that there were significant differences between the “majority 
o f doctors” definition of some commonly used medical terms and the number of 
patients agreeing with that definition (e.g. only 52% of patients correctly defined 
palpitations and 77% correctly defined jaundice). Additionally, Boyle examined 
patients’ perceptions of the location of internal organs and found many 
misconceptions (e.g. only 42% correctly located the heart, and 20% correctly located 
the stomach). This indicates that understanding of the content of medical 
consultations may well be limited. Posner and Vessey (1988) and M arteau, Kidd, 
Cook, Johnston, Michie, Shaw and Slack (1989) found that patients often fail to 
comprehend the implications of a positive result. W omen with slight abnormalities 
spoke as if  they had cancer and seemed unable to grasp the concept of pre-cancerous 
conditions.
Recall of information given during the consultation has also been evaluated by 
researchers. Bain (1977) evaluated recall of information by patients visiting their GP 
and found 37% could not remember the name of the drug they were being prescribed, 
23% could not recall the frequency of the dose and 25% could not recall how long to 
take the medication. Crichton, Smith and Demanuele (1978) discovered that 22% of 
patients had forgotten the treatment regime recommended by their doctors once 
outside the consulting room. Ley (1989) postulated that certain factors such as 
anxiety, medical knowledge, intellectual level, or the importance of the information to 
the patient may influence recall. Ley’s ideas have aroused interest in how 
information might be presented to better the communication process (e.g. providing 
written information). Following-on from this, the role of information has been 
examined in relation to recovery and outcome.
A relationship between pre-operative fear and recovery has been established for many 
years (e.g. Janis, 1958), with extreme fear hindering recovery but a moderate level of 
fear being related to reduced post-operative distress. Janis proposed that moderate 
fear encourages the development of coping strategies, information seeking and mental 
rehearsal of the post-operative period. Clearly, information-giving could be an 
important mechanism by which to reduce extreme fear to appropriate and adaptive
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levels. Various types of information may be combined to promote recovery from 
surgery: (1) Sensory information can be used to help individuals express and deal with 
their feelings (e.g. anxiety, low mood); (2) procedural information provides details of 
planned interventions (e.g. oophorectomy and hysterectomy); (3) coping skills 
information provides education regarding possible coping strategies (e.g. post­
operative pain management) and (4) behavioural instructions instruct individuals on 
appropriate behaviours (e.g. advice about lifting or driving following gynaecological 
surgery).
The utility of these various types of information-giving have been examined in the 
literature regarding preparation for surgery. Johnson and Leventhal (1974) provided 
sensory information to patients prior to endoscopic examination and reported reduced 
psychological distress in this patient group. Coping skills information was supplied to 
patients admitted to hospital by Young and Humphrey (1985). They found that 
“survival tips” reduced both psychological distress and the length of hospitalisation. 
Johnston (1980) discovered that pre-operative information can decrease anxiety 
levels, lessen pain ratings and use of analgesia, benefit recovery and reduce length of 
stay in hospital. Thus the provision of sufficient comprehensive information about 
the screening process, adequate priming for receiving a positive result, and 
preparation for surgery might be expected to minimise unnecessary anxiety and 
distress.
1.5.2.3 Family History
Family history may act as a mediating factor for psychological reactions to positive 
results in cancer screening. Research by Wellisch, Gritz, Schain, W ang, and Siau 
(1991) indicated that women with personal experiences of cancer may be more 
vulnerable to distress. Since ovarian cancer screening tends to target women with a 
family history of the disease this is an important consideration.
1.5.2.4 Adjustment to physical illness
W ithin social psychology there has been enhanced interest in how individuals adjust 
to sudden, unexpected, and/or negative events in their environments. Two models 
that have been useful in this analysis are causal attributions and beliefs in control.
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Taylor, Lichtman and W ood (1984) examined ways in which women adjust to breast 
cancer. They proposed coping with a threatening event (such as breast or ovarian 
cancer) consists of three processes: (1) a search for meaning; (2) a search for mastery 
and (3) a process o f self-enhancement. They argued that these processes are central to 
developing and maintaining illusions, and that these illusions constitute a process of 
cognitive adaptation. These illusions are not necessarily in contradiction to reality, 
but are rather positive interpretations of this reality. Taylor et al. (1984) assert that 
these illusions are a necessary and essential component of cognitive adaptation and 
that reality orientation may be damaging to adjustment.
A search fo r  meaning is reflected in questions such as “W hy did this happen” or 
“W hat does my life mean now?”. Taylor and colleagues suggest that no particular 
perception of causality is preferable to any other, but what is central for the process of 
cognitive adaptation is the search for a cause. According to this model of coping, 
being able to construct a sense of meaning or find a positive outcome also contributes 
to the process of coping and cognitive adaptation.
A  search fo r  mastery is reflected in questions such as “How can I prevent a similar 
event recurring?” Taylor et al. (1984) propose that a sense of mastery can be 
achieved by believing that a disease is controllable. They suggest that a sense of 
mastery can be achieved through psychological interventions (e.g. challenging 
negative cognitions) or behavioural interventions (e.g. accessing information). These 
processes contribute towards a state of mastery which is pivotal to the progression 
towards a state of cognitive adaptation.
Following a stressful event (e.g. the discovery of an ovarian cyst or major 
gynaecological surgery) some individuals may suffer a decrease in their self-esteem. 
The theory of cognitive adaptation suggests that re-building this loss of self-esteem 
takes place through a process o f  self-enhancement. Taylor and her colleagues (1984) 
suggested that women who adjust well to breast cancer select criteria for comparison 
with others (i.e. “downward comparisons” with those who are worse off) which 
enable them to improve their self-esteem as part of the process of self-enhancement. 
This model may be useful in examining how women in our surgery sample deal with 
their experiences.
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1.6 Surgery
Screening programmes for ovarian cancer which depend primarily on the detection of 
an ultrasound mass (ovarian cyst) will inevitably reveal significantly more benign 
than malignant tumours. Some ovarian cysts are due to monthly cyclical changes and 
after repeat scanning are seen to have spontaneously subsided. Other cysts are more 
stable, or may even be seen to increase in size, and for these women it may be 
recommended after a number of scans, that they are admitted for oophorectomy 
(removal of the ovaries) or total hysterectomy. This raises not only the issues related 
to the possible detection of cancer, but also whether the costs associated with major 
surgery are offset by the gains for the patients. If benign cysts are at risk of 
undergoing malignant change then their detection and removal could have an impact 
on reducing the future incidence o f ovarian cancer. However, if benign cysts are 
without malignant potential the value of surgical intervention is disputable.
1.6.1 Psychological Impact of Hysterectomy
W ithin the last four decades hysterectomy had often been said to be a common cause 
of psychiatric disorder, particularly depression (Barker, 1968; Melody, 1962). Early 
research in this area had serious limitations because it was retrospective, lacked 
satisfactory methods for defining and identifying psychiatric illnesses, and used 
samples with mixed gynaecological problems, including women having a 
hysterectomy for cancer. More recent studies regarding the psychological aspects of 
gynaecological surgery have indicated that outcome is generally good following 
hysterectomy (Gath, Cooper and Day, 1981; Martin, Roberts and Clayton, 1980). 
There have been few accounts regarding the psychiatric effects of bilateral 
oophorectomy, and it is hard to reach any firm conclusions from them, but there does 
not appear to be an excess of psychiatric morbidity among this patient group. Martin, 
Roberts and Clayton (1980) in a prospective study found that although there was no 
particular relationship between oophorectomy and psychiatric morbidity, a significant 
relationship existed with complaints of headaches, fatigue and menopausal symptoms.
W hile it appears that gynaecological surgery is unlikely to lead to psychiatric 
problems, nonetheless it is still a major life event which may not eradicate the risk of 
developing ovarian cancer. The sources of psychological distress resulting from  a
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hospital admission have been well documented (Cartwright, 1964). These include 
disruption to life (e.g. separation from home and family), fears about the possible 
nature of the illness (e.g. ovarian cancer), the likely outcomes of the operation (e.g. 
time off work, sexual dysfunction), the passive role of the patient (e.g. acceptance of 
medical and nursing care possibly without sufficient explanation) and the company of 
patients who may be suffering from serious conditions (e.g. gynaecological cancer).
1.7 Study Aims
The first o f the following two studies consists of a prospective investigation of the 
reactions of women who participated in a screening programme for early familial 
ovarian cancer. The women in this study were judged to be at high risk, both in terms 
of their genetic susceptibility to ovarian cancer and their psychological vulnerability 
because all of them had a first-degree relative with ovarian cancer. None of the 
sample were found to have ovarian cancer. The primary aim of this study was to 
assess the psychological impact of both true-negative and false-positive results. A  
secondary aim was to evaluate the moderating effect of coping style.
Research questions:
“Will women in the screening sample have known more people who have died o f ovarian cancer 
than those in the control group?”
“Will women in the screening sample appraise their own risks o f cancer as higher than that o f  
the controls?”
“Will women in the screening sample show baseline levels o f psychological distress which are 
higher than that o f the control group, or national norms?”
“Will women who receive a positive scan result describe themselves as more worried about 
cancer after the scan ? ”
“Will women who receive a negative scan result describe themselves as less worried about 
cancer after the scan?”
“Will women who receive a positive scan result show impaired mood after the scan?”
“Will women who receive a positive scan result show impaired psychological functioning after 
the scan?”
“Will women who receive a negative scan result show improved mood after the scan?”
“Will women who receive a negative scan result show improved psychological functioning after 
the scan?”
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“Will women who are referred fo r surgery show most psychological distress?"
“Will coping style moderate the impact o f the scan in women receiving positive scan results?” 
“Will any adverse effects be maintained at follow-up?”
The second study is a qualitative evaluation of the experience of surgery in a small 
group of women from the main sample who were given false-positive results during 
the screening process. The primary aim of this study was to evaluate psychological 
distress in these women who had experienced major surgery as a result of taking part 
in ovarian screening. It was hypothesised that women may feel bitter and hostile at 
having been subjected to so much anxiety and physical suffering for the removal of a 
cyst. A  secondary aim was to examine the quality and timing of information that 
women received.
Research questions:
“How do these women feel about the experience o f screening?”
“How do these women think their families feel about the experience o f screening?”
“How was the information given at scanning perceived?”
“Do women recall feeling especially anxious at any point during scanning?”
“Did these women feel involved in the medical process?”
“How were women told about the discovery o f a cyst?”
“How did women feel at this point?”
“Did women feel involved in the decisions surrounding surgery?”
“How long did women have to wait fo r surgery?”
“How did they feel during this wait? ”
“How was the information givenpre-operatively perceived?”
“How was the information given post-operatively perceived? ”
“How were women told about their biopsy result?
“How did women feel after receiving their biopsy result?”
“How was the information given at follow-up perceived? ”
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2 Study One: A Quantitative Evaluation 
Abstract
Objective: To determine the psychological impact of true-negative and false- 
positive results in a high-risk group of women in a screening programme to 
detect early familial ovarian cancer by ovarian ultrasound scan. The influence 
of coping style was also assessed.
Design: A prospective controlled trial.
Methods: Of 500 women who contacted the nationally advertised screening 
programme, 302 received the scan and participated in the study. Before 
screening they were sent a questionnaire concerning psychological state, 
coping style and anxiety about cancer risk. Transabdominal ultrasonography 
and transvaginal ultrasonography with colour Doppler imaging were used to 
detect persistent ovarian lesions and changes in volume. Women were 
informed of any abnormality immediately and asked to return for another scan 
six weeks later. Those with a persistent ovarian mass were referred for 
hysterectomy and bilateral oophorectomy. The questionnaire was used to 
reassess psychological distress after the first ultrasound scan, after re­
scanning and after surgery.
Results: The first scan showed negative results for 233 of the 302 women;
69 (23%) had abnormalities in ovarian morphology. Sixty-four of the 69 had a 
second scan, with negative results for 32 and equivocal results for 12; 20 had 
surgery because the results of both scans were positive. None of the patients 
in the screening programme were found to have ovarian cancer. After the first 
scan, psychological distress and worries about cancer were significantly 
reduced (p<.001) in the women who had negative results. Responses to 
positive results showed an association with baseline coping style. The 
clinician's appraisal of malignancy potential at the time of the scan may have 
had an influence. Women who had information-seeking coping styles and
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those who were referred for surgery had higher levels of distress than other 
women. At follow-up, the anxiety scores of women who had positive results 
on both scans, but negative results at surgery, had returned to baseline 
levels.
Conclusion: The findings suggest that false-positive results in screening are 
associated with increased distress in the short term, but these adverse effects 
do not appear to be either severe or persistent.
2.1 The Screening Programme
This research was initiated by an ovarian cancer screening programme which was at 
the time being evaluated at King’s College School of Medicine and Dentistry. The 
procedure used an abdominal and vaginal ultrasound scan with colour D oppler 
imaging to detect persistent ovarian lesions and changes in volume of the ovaries. 
W omen were immediately informed of any abnormality in the scan and were asked to 
re-attend after six weeks to exclude cyclical changes. W omen with a persistent mass 
in either ovary were referred for hysterectomy and bilateral oophorectomy. Tissues 
removed at surgery were examined histologically (Bourne et al., 1991).
2.2 Design
Ethical committee permission was granted by both The Institute of Psychiatry and 
King’s College Hospital for these studies. An advertisement had been placed in a 
national newspaper and a national women’s magazine to recruit women with 
experience of ovarian cancer within their family to take part in the main screening 
study. W omen who had responded to this advertising and volunteered to partake in 
ovarian cancer screening at King’s College Hospital were invited to participate in our 
study of reactions to screening. The study rationale given to participants was that 
feedback from them would help identify potential areas of stress and improve ovarian . 
screening for other women in the future.
142
Questionnaires for baseline assessment of psychological state were sent to the women 
6-15 weeks before the first scan. These assessments were repeated using the same 
questionnaires mailed after each scan, and at a three-month follow-up, after surgery if 
applicable. W omen with positive and negative results at each stage were compared. 
Since they were most at risk in psychological terms, women who were referred for 
surgery were also interviewed. These data are presented in Study 2. Data from a 
control sample were collected both to establish that the baseline characteristics of the 
self-selected screening sample were within normal levels, and to evaluate the 
importance of changes over time in the screening sample. Figure 2 shows a schematic 
representation of the prospective design and includes the final numbers of participants 
at each stage.
2.3 Participants
Five hundred consecutive self-referrals to the ovarian scanning programme were 
contacted by mail. Of these 500, 168 did not attend the screening for a variety of 
reasons. Baseline data were obtained from 266 (80%) of the 332 women who 
attended for a scan. Thirty-six women failed to complete baseline measures but 
responded to follow-up questionnaires after their scans, which increased the number 
who responded in some way to the survey to 302 (91%). Control participants were 
recruited from nominated neighbours of the screening participants and the 
administrative and academic staff of Kings College, London. Of the 350 
questionnaires sent to the control women, 186 (53%) were returned.
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2.4 Assessment Measures
2.4.1 Demographic information
This consisted of age, marital status, occupation, and partner’s occupation.
2.4.2 Cancer experience
The number of friends or relatives diagnosed with, or having died of, cancer were 
summed.
2.4.3 Expectations and anxieties about cancer
These were based on estimates of personal and general cancer risk as used by 
W ellisch et al. (1991). Estimates of personal cancer risk were made in response to the 
question “W hat do you think are the chances that you might have cancer one day?” 
Participants had to choose between four estimates (“very unlikely”; “somewhat 
unlikely”; “somewhat likely”; “very likely”). Estimates of general cancer risk were 
made in response to the question “W hich of these do you think is closest to the 
number of women who have cancer at some point in their lives?” Participants had to 
choose between six risk estimates (1 in 5; 1 in 10; lin  15; lin  25; lin  50; lin  100).
Cancer anxiety was assessed by asking participants the question “Do you yourself 
worry particularly about cancer?” Participants had to choose between four possible 
responses (“not at all” ; “not very much” ; “somewhat” or “a great deal”) in regard to 
worry of cancer generally or five specific types (breast, cervical, lung, bowel or 
ovarian). After each scan participants were asked “Has the result made you feel 
worried about cancer more, the same or less?”
2.4.4 Coping style
W e used the shortened version of the M iller Behavioural Style Scale (M iller and 
M angen, 1983; Steptoe, 1989). This questionnaire is designed to assess the propensity 
of people to seek out or avoid information about threatening events. Specifically, the 
abbreviated scale asks individuals two hypothetical stress-evoking scenes of a largely
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uncontrollable nature (e.g. the threat of job loss) each of which is followed by eight 
potential responses. Four items describe information seeking or “monitoring” (e.g. “I 
would talk to my fellow workers to see if they knew anything about the supervisor’s 
evaluation of me”) whereas the remaining four are avoidant or “blunting” responses 
(e.g. “I would push all thoughts of being laid off out of my mind”). Respondents may 
endorse as many items as they wish. The Monitoring score on the shortened MBSS is 
obtained by summing the total number of monitoring options endorsed across the two 
situations (range = 0-8; a higher score indicates more monitoring). The shortened 
version was used partly for brevity (as there were several other measures to complete) 
and partly because it seemed more appropriate for our sample (the full version 
contains two other scenarios which are far removed from the every day experience of 
most people).
2.4.5 Mood
The two sub-scales of the Hospital Anxiety and Depression Scale were used. The 
Hospital Anxiety and Depression Scale (HADS) is a 14-item scale developed by 
Zigmond and Snaith (1983) to provide a brief state measure of both anxiety (7-items) 
and depression (7-items). It can be completed by the patient. This measure was 
designed for use in medical out-patient clinics to detect clinical cases of anxiety and 
depression, without contamination of scores by reports of physical symtomatology. 
Somatic items likely to result from physical illness have been excluded. Each item is 
scored on a 4-point scale (0-3) and so the total scores range from 0-21 on each sub­
scale. Scores of 8-10 are taken to indicate possible clinical disorder and from 11-21 
to indicate probable clinical disorder. A score = 7 is considered normal. The HADS 
has been shown to have good validity on three dimensions (Johnston, Pollard and 
Hennessey, 2000). It can measure anxiety and depression independent of physical 
illness, its items robustly measure the identified constructs with varying clinical 
populations and situations, and it has the capacity to differentiate anxiety and 
depression.
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2.4.6 Psychological functioning
This was measured by the General Health Questionnaire (GHQ-28) for consistency 
with other studies of screening. The General Health Questionnaire was designed by 
Goldberg (1978) to detect non-psychotic psychiatric disorder in people in community 
and medical settings. It is a self-report questionnaire constructed to identify cases. It 
can also measure degree of disorder. Each of the 28 items asks whether the 
respondent has experienced a particular symptom or item of behaviour recently using 
a 4-point scale; “less than usual”, “no more than usual”, “rather more than usual”, or 
“much more than usual”. GHQ rather than Likert scoring was used, where responses 
score 0,0,1 and 1 respectively. This method produces scores ranging from 0-28 and is 
appropriate for detecting cases. As well as providing a global score, the 28-item 
yields four scale scores: somatic symptoms; anxiety and insomnia; social dysfunction 
and severe depression. Cases of psychiatric illness were identified using cut-off 
criteria developed in patients with early breast cancer (Hughson, Cooper, M cArdle 
and Smith, 1988). If possible, any identified cases were offered an appointment with 
a clinical psychologist and, if necessary, their General Practitioner was informed with 
a view to referring them to local services. The reliability and validity of the GHQ-28 
has been established in various patient groups (e.g. Morris and Goldberg, 1989) and 
across cultures (e.g. Lobo, Perez- Echeverria and Artal, 1986; Cheung and Spears,
1994). The GHQ is the best validated, self-administered measure for detecting 
psychiatric disorder in a British population (Johnston, W right and W einman, 1995).
2.4.7 Frequency and satisfaction of sexual intercourse
This was based on the work of Derogatis and M elisaratos (1979) These researchers 
developed the Derogatis Sexual Functioning Inventory (DSFI), a multi-dimensional 
measure of human sexual functioning.
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3 Study One Results
3 .1 Analysis
The data was analysed using the Statistical Package for the Social Sciences (SPSS.pc 
4.1). M ultivariate analysis of variance (MANOVA; regression method) was used as 
the principal method of data analysis, with time as the within-subject factor, and 
group and coping style as the between-subject factors. Age and socio-economic 
status were included as covariates. Variation in subject numbers across variables 
reflected failure to complete some questionnaires by some subjects.
3.2 Baseline Characteristics
The results of our analysis of differences in baseline characteristics of patients in the 
screening programme compared with those of control participants are shown in Table 
10 The participants in the screening sample were slightly older, more of them  were 
married, and fewer were in professional and non-manual occupations [groups 1 and 2 
of the Registrar General’s Classification of Occupations (Office of Population Census 
and Surveys, 1980)] than were the control participants.
Screening participants knew more people with cancer, and had more friends and 
relatives who had died of cancer. They also felt that they were more likely to develop 
cancer, although their appraisals of the proportion of the general population who 
would develop cancer were not significantly raised. Differences in psychological 
well-being, anxiety and depression (GHQ, HADA and HADD scores) were not 
significant. The proportion of participants scoring 4 or higher on the GHQ [a 
common cut-off (Goldberg, 1978)] was 31% in the controls and 33% in the screening 
participants, which was within expected levels. Sexual satisfaction ratings were not 
significantly different in the screening sample after we had controlled for age.
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T able 10 Population Baseline Characteristics
Characteristic* Screening attendees 
N = 302 t
Controls 
N =  186t
Significance of differences96
Age (years) 48.9 (9.51) 44.3 (10.15) f[433] = 5.9, p<.001
Married 77% 66% X2 [ l ]  =  12, pc.001
SES1 and SES 2 63% 73% X2 [ l l  = 6.1, pc.001
No. of friends or 
relatives with cancer
2.84(1.62) 2.07 (1.68) F[l,42] = 16.7, pc.001
No. of friends or 
relatives who died of 
cancer
2.39 (1.53) 1.80(1.60) F[l,413] = 15.1, pc.001
Believe that personal 
cancer risk is 
somewhat or very 
likely
81% 54% X2 [ l ]  = 42.9, pc.005
Believe that general 
cancer risk is greater 
than 1 in 10
58% 61% ns
Monitoring (coping 
style) score 
(range 0-8)
4.06 (1.69) 4.17(1.77) ns
Total GHQ 
(range 0-28)
4.23 (5.80) 3.60 (5.38) ns
HADA (range 0-21) 7.14 (4.43) 6.69 (3.74) ns
HADD (range 0-21) 3.31 (3.24) 3.04 (2.73) ns
Sexual satisfaction 
(range 0-8)
4.65 (2.05) 5.10 (2.07) ns
Proportion of 
married participants 
reporting sexual 
intercourse at least 
once a month
71% 74% ns
* SES = socio-economic status.
GHQ = General Health Questionnaire.
HADA = Hospital Anxiety and Depression Scale; Anxiety
HADD = Hospital Anxiety and Depression Scale; Depression
f  Unless otherwise specified, values = means (±SD)
86 ns = not significant
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3.3 Impact of Results of First Ultrasound Scans
O f the 302 women who replied to questionnaires, the scan results were negative for 
233 (77%), and these women were reassured immediately. Sixty-nine (23%) of the 
women had abnormalities of ovarian morphology. After the scans questionnaires 
were returned by 189 (81%) of the 233 women who had negative scans, and by 56 
(81%) of the 69 women who had abnormalities. There were no significant differences 
in baseline data between those who returned the questionnaires and those who did not.
As expected, worry about cancer differentiated the groups; this difference was 
statistically significant (see Table 11). Thirty-one percent of the participants with 
positive scans compared with 7% of the participants with negative scans described 
themselves as more worried about cancer after the scan, while 12% of participants 
with positive scans compared with 33% of the participants with negative scans 
reported worrying less (%2[2] = 26.8; p< .001).
Table 11 Psychological Impact of first scan
Characteristic Positive Scan 
N = 56
Negative Scan 
N =  189
Significance of 
differences
M ore worried after 31% 7%
first scan X2 [2] = 26.8, p<.001
Less worried after 12% 33%
first scan
The results of the scans were also reflected in changes in scores on the GHQ and 
HAD scales. The GHQ and HAD data were logarithmically transformed to normalise 
the distribution of scores. The results showed a significant group x time interaction 
for the GHQ score (F[l,212] = 8.4; p< .005). Comparisons of the means showed that 
the main change was among those who received negative results and who had 
significant reductions in their GHQ scores (t[210] = 4.27; pc.001). The GHQ scores 
of women who received positive results were comparatively stable.
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The anxiety sub-scale of the HAD (HADA) showed a similar profile, with a group x 
time interaction that approached significance (F[ 1,207] = 2.85; p = .09) and a 
significant reduction in the anxiety scores in the group who received negative results 
(t[208] = 3.63; pc.001). The change in the depression scores (HADD) was not 
significant, although the pattern of results was in the same direction.
The prediction that coping style would moderate the impact of the scan result received 
some support. Women with an information-seeking coping style [i.e., scored over the 
median of 4 on the MBBS monitoring scale (Miller, Brody and Summerton, 1988)] 
were more adversely affected by positive scan results than those with low scores 
(labelled Lo M in Figure 3). The three-way interaction (group X time X monitoring 
level) was close to significant for total GHQ score (F[l,210] = 3.4; p = .06). The 
interactions were not significant in relation to the HAD scores.
GHQ change by monitoring style
3
> Pos / Hi M
0
Neg / Hi M
■3
Before First Scan After First Scan
Figure 3 Changes in the GHQ scores, adjusted for age and socio-econom ic status, after scanning 
results (Pos or Neg) for low (Lo M) and high (Hi M) monitoring styles.
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3.4 Impact of Results of Second Ultrasound Scans
Of the 69 participants with positive results on the first scan (scan 1), one was referred 
for immediate surgery and four declined to continue with the screening programme at 
that time. To evaluate the results of the second scan (scan 2), we established three 
subject groups:
(i) negative (n = 233)
(ii) positive at scan 1 but negative at scan 2 (n = 32)
(iii) positive at scans 1 and 2 and referred for surgery (n = 20)
The remaining 12 participants had scan results which were equivocal at the time of
the data collection and were asked to return for a further scans elsewhere, and so were 
not included in the remainder of this study.
Before examining the effects of scan 2, we evaluated the impact of scan 1 on the basis 
of the three groups, i.e., in the light of the results for scan 2 (see Table 12). There was 
a significant interaction between the subject group and time (before or after scan 1) 
for the total GHQ score (F[2,195] = 3.5; p< .05) with participants who had high 
monitoring showing a greater increase in anxiety in the positive condition. These 
results confirmed the findings from a simple division of groups into positive and 
negative at scan 1, but they also showed a differential impact of the first scan in 
women who went on to have second scans that were positive or negative. The 
clinicians confirmed that their feedback to the patients reflected their expectations of 
subsequent scan results.
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Table 12 Impact o f Screening on Patients with Time
Characteristic* After First Scan 
Pos vs. Neg, N  = 24538
After Second Scan 
Pos vs. Neg, N = 3538
Total GHQ group 
x time interaction
F[l,212] = 8.4, p<.005 F[2,195] = 8.5, pc.001
Total GHQ group 
x time x
monitoring level 
interaction
F[l,210] = 3.4, p<.06 F[2,195] = 3.5, pc.05
HADA group x 
time interaction
F[l,207] = 2.85, p<.09 ns
HADD group x 
time interaction
ns ns
HADA/HADD 
group x time x 
monitoring level 
interaction
ns ns
* GHQ = General Health Questionnaire.
HADA = Hospital Anxiety and Depression Scale; Anxiety 
HADD = Hospital Anxiety and Depression Scale; Depression
38 ns = not significant
After the second scan, or a comparable time period among the women who had 
negative results, repeat measurements were completed by 75% of the women who had 
negative results, 69% of those with scan 1 positive results, and 65% of those who had 
surgery. There was no evidence for differential dropout in relation to baseline GHQ 
measures. The differential effects of the result of scan 1 had diminished after scan 2, 
and there were no longer any statistically significant group differences. The pattern of 
change in GHQ scores over the whole procedure is shown in Figure 4.
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GHQ change by scan result
3
SurgeryO)
0
‘  A Pos / Neg
Negative
■3
Baseline Scan 1 Scan 2 Follow-up
Figure 4 GHQ changes grouped by scan result; negative; positive scan 1 and negative scan 2 
(Pos/Neg); or both positive scans and referred for surgery.
3.5 Follow-up
Follow-up data were collected three months after surgery, or at a comparable time 
period in the control group. Data were obtained from 79% of the women who had 
negative scans, 63% of those who had scan 1 positive results, 65% of those who had 
surgery, and 59% of the controls.
From baseline to follow-up, GHQ scores had gone down in the screening group as a 
whole compared with the controls (group x time interaction; F[l,285] = 3.79; p< .05). 
HADA scores had gone down significantly in both groups (F[ 1,286] = 2.82; p< .001), 
and HADD scores had declined slightly, but not significantly. Sexual frequency and 
satisfaction ratings stayed at similar levels in both groups, although many women in 
the screening group declined to answer the questions about sexual activity. Ratings of 
the perceived likelihood of getting cancer were effectively unchanged, with 80% of 
the screening group believing it somewhat or very likely that they would develop 
cancer compared with 58% of controls (%2[2] = 17.9; p< .001)
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4 Study Two: A Qualitative Evaluation of Surgery Experiences 
after False Positive Results 
Abstract
Objective: To describe the experience of screening and surgery in a sample 
of women who received false positive results during screening for familial 
ovarian cancer. It was hypothesised that these women might feel bitter and 
hostile at having been exposed to so much anxiety and suffering for the 
removal of a cyst. A further objective was to consider the quality of 
information given throughout screening and surgery.
Design: A descriptive qualitative study.
Methods: A pilot study of interviews was first carried out with other women 
who had taken part in the screening programme. This enabled the 
identification of significant areas on which to focus questions. Ten of the 
fifteen women who had experienced surgery agreed to be interviewed.
Women who refused to be interviewed had similar psychological profiles to 
participants. Interviews were audio-taped and then transcribed verbatim. 
Quotes were organised according to the pre-defined categories.
Results: The results from both prospective questionnaire measures and 
retrospective interviews indicated that women were neither severely 
distressed nor angry about their experiences. The sensitive management of 
the screening process by clinic staff, and a remarkable faith in the benefits of 
early intervention held by the women involved, appeared to have contributed 
to this positive outcome. Nevertheless many women described considerable 
stress at various stages of the procedure.
Conclusion: Contrary to our hypothesis that these women might feel 
grievous about their experiences, the findings showed that these women were 
neither severely distressed nor angry. Their acceptance of major surgery
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seemed to be based on the premise that body parts which were not crucial to 
survival, and which were at risk of malignancy, were best removed under the 
circumstances. These women seemed to derive considerable comfort from 
the belief that surgery rendered them invulnerable to the disease that had, in 
most cases, caused their mother a painful death. An improvement in the 
quality and timing of information before and after surgery, may further reduce 
anxiety.
4.1 Participants and Procedures
4.1.1 The Study
The present study describes the results from interviews with women who underwent 
major gynaecological surgery after positive screening results, but in whom no 
evidence for cancer was found on histological analysis of the tissues removed. The 
participants were drawn from Study One - a prospective study of the psychological 
impact of participation in an ovarian cancer screening programme. To recapitulate, 
all the women in the study had a first degree relative either diagnosed with ovarian 
cancer, or having previously died from it. This was most frequently the mother, but 
for some women it was their sister. Women were recruited to the ovarian screening 
programme through national advertising in newspapers and wom en’s magazines.
In the course of the whole screening process these women, in addition to the 
possibility of receiving a grave diagnosis as a consequence of the lack of specificity of 
screening, were inevitably subjected to all the worries associated with a m ajor 
operation. Owing to their potential vulnerability to psychological distress, it seemed 
essential to evaluate w om en’s experiences in greater depth by means of structured 
interviews, with a view to establishing an intervention should it emerge as necessary 
and feasible. Although dealing with a small sample, it was felt that the qualitative 
data gained would be a valuable supplement to the quantitative data collected in the 
main study. Due to the potentially sensitive and controversial content of interview 
data (it was expected that some women may feel angry and grievous about having
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taken part in the programme) part of the protocol was to assure the women that tapes 
and transcripts would be destroyed at the end of the study.
4.1.2 The sample
Ten of the 15 women who had been referred for ovarian surgery at the time of this 
study (see Table 13) agreed to be interviewed. One woman had withdrawn from  the 
scanning study before her surgery, one refused, and three women, of whom two had 
previously written saying how satisfied they were with the procedures, did not reply 
to the invitation. W omen were interviewed between 12 and 21 months after surgery 
(mean = 16.5 months). The age range was 27 to 64 (mean age = 52.1 years). Eight of 
the women were married and two were single. Socio-economic status was assessed 
using the Registrar General’s classification (Office of Population Census and Surveys, 
1980). Based on the spouses occupation for the married women and their own 
occupations for the single women, one woman was from class 1, four women were 
from class 2, four women were from class 3, and one woman was from class 4.
4.2 Formal Psychological Assessments
Psychometric data had been collected as part of the main study six weeks before the 
initial scan and three months after surgery. The General Health Questionnaire (GHQ- 
28) (Bridges and Goldberg, 1986) and Hospital Anxiety and Depression Scale (HAD) 
(Zigmond and Snaith, 1983) were used as measures of psychological state. GHQ-28 
scores of 5 or over were considered indicative of psychological distress, using cut-off 
criteria recommended by the authors of the scale and on the basis of a study of 
patients with early breast cancer (Hughson, Cooper, McArdle and Smith (1988). 
Depressive and anxiety scores were defined by a score of 11 or above on the HAD. 
This cut-off point was suggested by the authors of this measure for research requiring 
the inclusion of only those patients who have a high probability of suffering from  a 
mood disorder (Zigmond and Snaith, 1983).
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Table 13 Surgical Intervention Population
Participa
n t
A ge Previous
Symptoms
L eft
Ovary
R igh t
Ovary
Uterus
1 55 Post-menopausal
bleeding
Removed Removed Removed
2 43 None Removed Removed Removed
3 55 None No action Removed Removed
4 51 None Removed Removed Removed
5 49 Lower abdominal 
pain
Removed Removed Previously
removed
6 45 None Removed Removed Removed
7 54 None Removed Removed Removed
8 64 None Removed Removed Removed
9 27 None No action 30%
removed
No action
10 58 None No action No action No action
11 61 Not known Removed Removed Not known
12 62 Not known Removed Removed Not known
13 45 Not known Removed Removed Not known
14 51 Not known Removed Removed Not known
15 50 Not known No action No action N ot known
4.3 The interviews
An initial pilot series of interviews had been carried out by an experienced clinical 
psychologist among women resident in London. The subjects had been through the 
ovarian scanning programme and been given a negative result immediately after their 
first scan, or had experienced a number of re-scans before receiving a negative result. 
None of the women had been referred for surgery. The pilot was useful in focussing 
questions towards significant areas and allowed a semi-structured interview schedule 
to be devised. The interview schedule contained a variety of closed and open-ended 
questions devised to elicit both comprehensive factual information regarding w om en’s
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family history of ovarian cancer and experiences at screening and an account of 
w om en’s thoughts and feelings at various stages of the scanning process. These stages 
included the invitation to attend, the ovarian ultrasound scans, the waiting list for 
surgery and pre- and post-operative (see Appendix I). It was made clear to all women 
that they need not answer any questions that they would prefer not to, and could stop 
the interview at any point. In the event no one chose this option.
The participants were made aware that the researcher was a qualified clinical 
psychologist. This was to reassure them that it would not be inappropriate to discuss 
emotional issues or become distressed during the interview. Some time was spent 
building trust and assuring confidentiality with each woman, and every effort was 
made to offer warmth, empathy and genuineness. Debriefing took place at the end of 
each interview, and repeat contact or referral for psychological support would have 
been offered if  more serious difficulties had emerged.
Since the women in our surgery sample were distributed nation-wide they were given 
the choice of agreeing to an interview in their own home or of coming to London with 
their travelling expenses paid. Seven women chose to be visited at home. W omen 
were advised that the interview should take around 45 minutes, however timing was 
flexible to accommodate women’s needs. When a woman had many comments that 
she wanted to make regarding her experiences in the ovarian scanning programme, or 
was particularly upset about something that had happened to her, it was not 
uncommon for the time spent with the researcher to be considerably longer.
4.4 Data Analysis
Interviews were carried out following the semi-structured interview schedule given in 
Appendix I. W ith the women’s permission all interviews were audio-taped and 
transcribed verbatim soon afterwards. W om ens’ quotes were categorised according to 
individual research questions and presented descriptively.
Since this study was carried out there has been a considerable advancement of 
qualitative methods within psychology. A special issue of the Psychologist (March,
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1995) regarding qualitative research methods presented papers given at a symposium 
sponsored by the Scientific Affairs Board at the British Psychological Society’s 
London Conference in 1992. This was in response to a report prepared for the 
Scientific Affairs Board (Nicholson, 1991) which pointed out that the development of 
important areas o f psychology may depend on a wider use of qualitative approaches 
in teaching and research.
If a similar study were to be undertaken now the data would be subjected to an 
approach such as content analysis. The term content analysis covers a wide variety of 
techniques, but is broadly a systematic categorisation of research data into equal units 
of analysis such that they provide evidence which supports or refutes research 
questions. In this case transcripts would be coded according to pre-defined categories, 
based upon the interview themes and questions (e.g. feelings about the experience of 
screening, fam ily’s feelings about the experience of screening, information given, 
areas of anxiety, involvement in the medical process, involvement in the decisions 
surrounding surgery, wait for surgery, the biopsy result). At that stage it would be 
prudent to have another researcher verify the choice of categories, followed by tests of 
reliability. Coding is transformed into meaningful data by identifying themes and 
patterns. Qualitative data analysis packages for the computer (e.g. Atlas-ti (Muhr, 
1994)) are now available to analyse interview transcripts.
This study was essentially descriptive and, although not using content analysis, the 
process described above does not differ widely from that actually employed. It seems 
likely that if the full transcripts not been destroyed to protect wom en’s anonymity, 
and had been re-assessed using content analysis, the predominant findings would have 
remained unchanged.
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5 Study Two Results
5 .1 Psychometric measures of psychological well-being
From  the data in Table 14 it can be seen that only one woman who was interviewed 
(subject 5) showed initial levels of anxiety which were higher than would be expected 
in the general population sample. None of the women scored outside the normal 
range on measures of depression. Psychometric measures for one of the women 
interviewed (subject 10) were missing at baseline and after surgery, but her GHQ and 
HAD scores just before surgery were well within the normal range. One woman who 
chose not to be interviewed (subject 12) had extremely high baseline scores on 
measures of anxiety. W hen contacted by post she claimed to be “not at all upset” by 
her experiences of the ovarian scanning programme. A second woman in this group 
(subject 14) who was approaching a clinical level of anxiety, claimed to be “slightly 
upset” by her experiences. Levels of depression were once again within the normal 
range. These results indicate that nine out of ten women interviewed had jo ined the 
screening programme with levels of anxiety and depression within the ‘healthy’ 
range. W omen who refused to be interviewed appeared to have done so for reasons 
other than extreme distress about their experience of screening.
W ith one exception (subject 1), scores on the GHQ and HAD at three months after 
surgery remained the same or decreased slightly from those taken several weeks 
before the first scan. The following interview responses about the ovarian scanning 
programme should be considered in the light of these findings.
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Table 14 Psychological Measures
Participa GHQal GHQ6 HADAbl  HADA6 HADDI HADD6
nt (baseline) (after surgery) (baseline) (after surgery) (baseline) (after surgery)
1 2 10 7 7 1 6
2 0 0 4 0 0 0
3 0 0 2 0 0 0
4 0 0 9 7 1 1
5 11 9 16 14 9 6
6 1 1 4 2 1 1
7 1 1 3 2 3 2
8 1 1 4 3 2 1
9 0 1 0
10d (0) — (4) (4)
11 1 0 0 0 1 0
12 10 8 18 16 7 8
13 0 6 1
14 0 11 11 4 0 1
15 0 0 1 0 1 0
a General Health Questionnaire (28 item) - total score. 
b Hospital Anxiety and Depression Scale - Anxiety score. 
c Hospital Anxiety and Depression Scale - Depression score. 
d Scores after their first scan result.
5.2 Interview Responses
All the women who agreed to be interviewed about their experiences of screening and 
surgery were pleasant and co-operative. The women established good rapport with 
the researcher and spoke freely and in detail of their experiences. Quotes from  all the 
women interviewed were used to illustrate pertinent points about the screening 
process. Frequently more than one woman raised the same issue and in these cases 
one or two of the more succinct quotes were chosen to represent the views of others. 
Each quote in a block belongs to a different woman.
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5.2.1 Response to the advertisement
Six of the ten women interviewed said that they had not previously worried about the 
health of their ovaries, or been aware that ovarian cancer may run in families, until an 
article about the ovarian scanning programme and a request for volunteers appeared in 
a national newspaper and various women’s magazines:
"I’d had no idea at all that I  could have an increased risk o f ovarian cancer"
"I didn’t know o f the family risk until the advert came out. I f  someone had 
told me that ovarian cancer runs in families I  wouldn’t have believed them. "
"I hadn’t thought o f it (a family risk) before. My sister, who had ovarian 
cancer, saw the advert in a woman’s magazine and was so worried about me 
because I  had been getting pain in that area. "
Four women had heard of a family link with certain types of cancer, one because of 
her family history (her mother had died of ovarian cancer, her maternal grandmother 
o f breast cancer and her maternal grandfather, aunt and uncle also of other forms of 
cancer) said that she had thought there was something in cancer being passed down 
the line:
"When my mother died I  was only eighteen years old and asked the doctor ‘Is 
cancer hereditary? as I'm getting a bit worried with a family like this. ’ He 
told me that he did not think that it was hereditary but that there was a 
tendency within some families. "
"I did think that I  might be at an increased risk o f cancer having heard that 
breast and ovarian cancer may have a genetic component. "
"When my mother died o f ovarian cancer the nurse said "I expect you'll go 
that way too" which seemed a strange thing to say to someone recently 
bereaved, but it got me thinking about my risk and it was always at the back 
o f my mind. "
Although some of the women in our sample were apparently astonished to learn from 
the advertisement that ovarian cancer may run in families, it did not appear to have
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caused them undue fear. W omen expressed a calm recognition that screening seemed 
a sensible health care practice:
"When I  read the article I  thought now there’s a good chance to pick it 
(ovarian cancer) up early. I  didn’t lie awake worrying that I  might have 
cancer o f the ovary - 1 hardly thought about it at all - but I  did think that I  
may as well go for an early check as the chance had arisen. "
"I hadn’t thought about getting ovarian cancer before. It was only when I  
saw the magazine article about the scanning programme I  thought - right! - 
that sounds a good idea, I ’ll get in touch with them. "
5.1.2 The experience of scanning
All the women interviewed appeared to have been pleased to have had the opportunity 
to take part in the screening programme and were reassured by the experience:
"It was reassuring because I ’d had breast cancer and my mother had ovarian 
cancer. "
"I was pleased to have it (the scan) - 1 just went to get reassurance. "
"I fe lt it (the scan) was a good thing for my peace o f mind. "
"In a lot o f ways it (the scan) gave me peace o f mind which I hadn’t had in a 
long time. "
All the women seemed to believe strongly in the screening philosophy and to hold the 
view that if  anything cancerous was found it would be in the early stages and hence 
could be treated:
"If there wasn’t going to be anything found fair enough, but i f  there was, at 
least it would be caught early and they could do something about it. "
"I wouldn’t even have been very distressed to learn the cyst was cancer as I  
would have been pleased that at least it had been caught in the early stages. "
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Eight of the women interviewed said that they had no regrets about taking part in the 
ovarian scanning programme. The majority answered without reservations:
"No regrets whatsoever!"
"Definitely not - it gave me a chance to get a second opinion (her GP. had 
suggested that she have an ovarian scan done locally due to a family history 
o f ovarian cancer. The scan had suggested that a cyst was present but was 
inconclusive). "
Two women expressed some reservations:
"No - but I  did feel that I  was used for research and then at the end o f it (after 
surgery) left up in the air. "
"Whilst I  was in hospital I  thought "1 will never volunteer for this type o f 
research ever again!" - but now I  think that I  would. "
Six of the women also said that they would certainly recommend screening to others: 
"Yes, I  would most definitely!"
"Yes - 1 think it is a good thing"
"Definitely yes! In fact I  encouraged my cousin to go up. She is very much 
like my mother (who died o f ovarian cancer) physically and mentally. She 
has never had children and always had period problems. She was OK but the 
clinic are seeing her again. "
"Yes - 1 would like to see it available to every woman"
The others said that they would not indiscriminately recommend ovarian scanning, 
but they would be willing to tell interested women about their experiences so that they 
might make an informed decision:
"I think it is very much up to the individual. I  would say that it was OK fo r  
me. Some people could do it (take part in the Ovarian Scanning Programme) 
and not get upset about it and have the temperament to stay calm, but some 
women would be very worried by it. "
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5.1.3 Effect of participation in screening on the family
Four of the women said that their husbands and families were relieved that they’d had 
the opportunity to take part in the Ovarian Scanning Programme:
"My husband was very pleased that I  had the chance to take part. He was 
very grateful to the London hospital. "
"My family were pleased that I  went - especially as something was shown up 
after the first scan. "
M any spouses, however, seemed to have found the experience quite stressful and two 
women described them as adversely affected by it:
"My husband found the whole experience very stressful, he found it more 
stressful than I  did. "
"My husband was very pleased that I  took part, but was really distressed 
when I  came back and said that I  needed surgery. We had never really 
considered the possibility. "
"My husband was (affected), particularly as I  have never been into hospital 
before. I  told him not to come and see me straight after the operation - but 
he did. I  don’t think he knew what to expect - 1 think he thought I  was dying. "
"I pleaded with the hospital to let me go home early (after the operation) as 
my husband looked absolutely drained. I  fe lt that if  I  was well enough to go 
home the sooner we could get back to normal and the better it would be for  
him - fo r  both o f us...he was really affected by it all.
5.1.4 Information given at scanning
All ten of the women seemed happy with the information they had received from  the 
screening clinic before, during and after their ultrasound scan:
"The information was very good. The doctor explained everything carefully. "
"The information they gave you at the clinic was pretty good. You could talk 
to the doctor and ask him anything. "
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One woman felt upset by the lack of information that she was given during her scan: 
"When they (the doctor and nurse) didn't give me any information but rushed 
out and left me I  began to panic. I f  only they had explained what they had 
found at the time it would have saved me feeling so traumatised. "
None of the women objected to any of the questions that they were asked at the clinic 
or felt that there was anything that they could not ask:
"No I  did not object to any o f the questions that I  was asked. I  think that i f  
you go into something like this you have to expect a little bit o f delving 
because that is what research is all about, and if  you are not willing about 
that then you are not playing your part!"
"No! (there was nothing I  fe lt unable to ask) I  am not afraid o f doctors or 
nurses (laughs). I  fe lt that everything I  asked was answered politely and 
tactfully. "
"There was nothing I  could not ask. The doctor was very pleasant. Kind, 
quietly spoken, no hurry about him. "
Three of the women said that they made a point of asking questions at the clinic and 
that their enquiries were answered clearly:
"I am one who will ask questions. The doctor explained everything well. I  
knew what to expect as far as possible. "
"I am not a person who is frightened to ask questions - so I  made sure I  did 
and I  found that my questions were answered. "
"I always ask lots o f questions and make sure they are answered properly"
Five women commented on how thoughtful it was to receive a telephone num ber that 
they could ring if  they felt anxious about anything when they got home:
"I was given the clinic number to ring i f  I  was distressed at any time which 
was very kind. "
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"They gave you a telephone number so that if  you really fe lt anxious you 
could call which was nice. "
"They said I  could phone if  I  thought o f anything that I  wanted to ask after I  
had gone, which was nice - you felt as though it really would have been OK 
to ring. "
One woman did say that when she had arrived home she became exceptionally 
distressed about her result and rang the clinic. The doctor was unavailable at the time 
but she was told by the nurse that he would telephone her back. Her call was not 
returned:
"I was very upset that he ( the doctor) was so difficult to get hold o f when I  so 
desperately needed to talk to him. I  fe lt that i f  this was an indication o f what 
my care would be like in London I  would decide to have my operation here. "
5.1.5 Anxiety at scanning
Eight of the women admitted to feeling especially anxious at some time during the 
scanning procedure:
"I had a tear or two as I  thought - Oh goodness! whatever will be found?"
"I wondered what I  would do if  they did find it (ovarian cancer), how would I  
cope. Then I  sat down with my husband who was marvellous and he said 
whatever happens we will pull through it together. "
"When the doctor told me to get dressed and come into the office I  thought 
"Oh! whatever is he going to tell me?" I  had really expected him to say that 
everything was fine - but he didn’t. "
"I became anxious in the scanning room because instead o f saying that 
everything was fine or explaining what they had found the doctor and nurse 
began whispering and then scuttled out closing the door behind me. I  fe lt 
shut out - alienated - it was quite traumatic. "
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"I had my abdominal scan and was told to go and empty my bladder. On 
returning to the scanning room I  heard the doctor say to an observer "and 
maybe third degree cancer. " When I  was in they stopped talking immediately 
and they did the rest (the vaginal scan). The doctor said the cyst was larger 
and basically I  was left with the decision to have my operation done in 
London or locally. When I  got home and really thought about it I  quite 
wrongly assumed that they were talking about me and fe lt completely 
convinced that I  had ovarian cancer. "
This woman was subjected to prolonged distress, as she was the one who decided to 
contact the clinic to sort this problem out and her call was not returned. She did 
eventually receive a telephone call from the doctor after she had contacted the clinic 
again several days later. He was able to reassure her that she was definitely not the 
patient about whom they had been deliberating. Obviously it was very unfortunate 
that this woman overheard a small part o f a separate diagnostic discussion but more 
concerning that it was over a week before her fears were completely allayed.
5.1.6 The gynaecological examination
W hen asked how they felt about the abdominal and vaginal ultrasound scans all the 
women focused on the abdominal scan saying that having to consume so much water 
before it, was very difficult and in some cases caused real distress:
"Drinking all that water was a real problem! I  could not hold on any longer 
when I  arrived and had to start all over again. "
"Oh the water! That was dreadful! I  couldn’t hold on and had to let a little 
out before the scan. "
"I had to concentrate so hard on holding on to the water while I  was having 
the abdominal scan because o f the pressure on my stomach. I  just thought 
please God don’t let me show myself up!"
"Drinking two pints o f water was very difficult because you have to take it 
before you travel. Then I  had to wait two hours at the clinic - it was 
horrendous!"
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"I was quite annoyed when I  returned for a re-scan. They ask you to arrive 
with a full bladder - you are bursting to go to the loo. When I  got there there 
was no one but no one about - there was no receptionist, nurse or doctor. It 
took me half an hour before I  could even find somebody and say - "I’m here!"
By then I  was completely desperate - dying to go to the loo and it was very 
painful. "
Mostly, women did not find the vaginal probe distressing, some found it quite 
painless and others complained of only slight discomfort:
"OK - painless!"
"Vaginal scan didn’t hurt or anything. "
"The probe was OK. "
"Not bad at all. The probe was a little uncomfortable - but nothing awful. "
Only one woman, who had never had sexual intercourse, found the examination too 
painful to tolerate:
"The vaginal scan was so painful - unbearable. He (the doctor) had to stop. "
A few women commented on the embarrassment that is inherent in any 
gynaecological examination carried out by a man. However, some said that the 
doctor was very good at putting them at their ease and others claimed that once you 
have been through childbirth you are not bothered by gynaecological examinations: 
"He (the doctor) made a joke with me to ease the embarrassment. "
"Once you have children all your modesty goes - that kind o f thing does not 
fuss you any more. "
"I think that because I have had children it wasn’t too bad - but fo r  a single 
person it would have been rather off putting and uncomfortable. "
One woman commented that the position used for the internal examination, with her 
legs hanging, left her feeling rather vulnerable:
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"When I  went to Harley Street (for a second opinion) there were two small 
stools to put your feet on at the end o f the couch and I  fe lt - I ’m in control 
now - psychologically it made a big difference. "
5.1.7 Involvement in the medical process
All the women said that they liked to be fully informed about medical procedures that 
they were having and appreciated being talked through the scanning procedure:
"I think it is important to feel well informed about medical procedures - very 
much so - 1 would rather know the truth. "
"Fear o f the unknown is always the worst so it is vital to be fully informed. "
The women liked to see the pictures of the scan on the monitor and have them 
explained:
"The doctor turned the screen round so that I  could have a look and 
explained what he could see, which was really nice"
Two women admitted that they hadn’t actually been able to identify the details pointed 
out to them on the scan, not having a trained eye, but the overriding impression was 
that this was still an important part of feeling involved:
"It was good to see the pictures but they were a bit like 
X-rays - interesting but you don’t really know what is there. "
"It was fascinating to see them (the scan pictures) although I  couldn’t really 
make out much - it just looked like all lines!"
5.1.8 The physical environment of the clinic
A final comment many woman made concerned the physical environment of the 
scanning clinic. Some seemed resigned that this was a reflection of the financial cuts 
the health service had suffered, while others were nothing short of appalled that 
staff should work in such conditions. All praised the staff for making the best of their 
limited facilities:
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"The staff were superb but I  wish there was more money to give them better 
facilities and more room - it was disgusting. "
"I didn ’tfind  it a pleasant experience - it wasn’t a pleasant place. The 
waiting room was dismal. "
"The physical conditions were dreadful - quite dirty - but the medical side 
was lovely. The people were friendly and made y ou feel quite relaxed.
Although I  had read about the NHS. cuts I  had not experienced them - it was 
quite a shock!"
"The conditions o f the building were terrible! I  wrote giving my comments. I  
tidied up the notice board in the waiting room and the next time I  went I  took 
some extra drawing pins and some magazines. "
"When I  was having my scan a doctor from Boston had come to observe - 1 
fe lt quite embarrassed by the state o f the poky scanning room and thought 
when he goes back to the US. he will probably get a whole suite o f rooms!"
5.1.9 The scan result
All except one of the women appeared to have been told after their first scan that they 
had a cyst on one or both of their ovaries but at that stage there was nothing to worry 
about. The younger woman who was the exception was found to have a 10cm cyst on 
her right ovary after the first scan and was admitted for surgery at her local hospital 
within six weeks. The other women seemed to have been assured that the cyst was 
only small and might disappear on its own. All of these women were asked to return 
in six weeks for a re-scan:
"I was told that they thought that there was something on my ovary. They 
asked me if  I  could come back in 6 weeks - to see i f  it grew, stayed the same 
or disappeared. "
"He (the doctor) said that there was a spot on one o f my ovaries and that I  
should come back in 6 weeks since it may disappear. "
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"The doctor found a small cyst and said that although it was quite tiny he 
would like to look at it again. "
"The doctor told me that they had found a small cyst, but gave me assurance 
that at that stage there was nothing to worry about although they would like 
to monitor it. "
One woman who had already had a mastectomy for breast cancer 
found the news extremely distressing:
"I just burst into tears when I  heard I  had a cyst. The doctor was great - he 
said "stop shrinking my trousers!" - he and the nurse were both wonderful. "
After one or more re-scans all the women were recommended to have surgery:
"When I  came back it (the cyst) was still there. The doctor recommended that 
I  had an operation to remove it as soon as possible. "
"When I  went back he (the doctor) said that it (the cyst) really ought to be 
'looked at'. He said that he did not think that it was cancerous as the blood 
flow through the ovary was normal, however, he could not say definitely that 
it was benign. "
One woman commented on the sensitive and diplomatic way the doctor conveyed this 
news:
"I shall never forget his words -he said "it ( the cyst) hasn’t grown to any 
great extent. " I  thought, well I ’m not daft, therefore it has grown! but the way 
he put it was very gentle and tactful"
None of the women appeared in any doubt about whether they should proceed with 
the recommendation to have surgery, although at this stage it was not clear to them 
how radical surgery would need to be. Posner and Vessey (1988) in their study of the 
impact on women of a positive cervical smear and subsequent investigation and 
treatment found that w om en’s worst fears after cancer and possible death were having 
a hysterectomy and an end to childbearing. In our sample, all o f the women except 
one, who was 27, were in their mid forties or older and hence past the age o f wishing
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to extend their families. Thus anxieties about having surgery seemed to be common 
to those of any operation rather than concerning more profound issues such as a 
premature end to childbearing:
"The doctor recommended that I  had an operation as soon as possible. It 
didn’t really bother me, I  don’t worry about these things - after all I  have 
grown up children o f my own and have passed the age o f wanting, or being 
able, to have any more - looking after my granddaughter is enough!"
The younger woman only had the cyst and 30% of her ovary removed and hence 
remained fertile after surgery, although the possibility of requiring a hysterectomy had 
been discussed with her prior to the operation:
"When I  went down for surgery I  was told that there was a 50:50 chance that 
the cyst would be carcinogenic and if  it was that they would have to do a 
hysterectomy. I  have never wanted any more children since I  had my 
daughter - but when someone tells you that you wouldn’t be able to it is 
different. It was quite a traumatic experience and I  was very distressed at the 
time. "
M any of the women had cared for their mothers in the late and disturbing stages of 
ovarian cancer up until death and therefore appeared to perceive themselves as lucky 
to have had the opportunity for early intervention in what they knew to be otherwise a 
’silent killer’:
"When the doctor told me I  needed to have the cyst removed I  said OK, fine 
because I  did not want to go like our mother - that was awful watching her. "
Two women actually said that they hoped to have a full hysterectomy to ensure any 
risk of ovarian cancer was completely removed:
"When I  went in fo r  the operation I  did not know the extent o f surgery so I  
prepared my self for a full hysterectomy as I  was past child bearing age. I  just 
fe lt I wanted it all taken away to save any complications. "
M ost of the women felt that the doctor made the right decision to recommend surgery 
when he did:
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"I thought i f  there was something that had to come away then it had to come 
away and the quicker the better. "
"You can’t mess around with things like that -can you? There would have 
been no point in him (the doctor) saying come back next year because by then 
it may have been too late. "
One woman commented that she definitely felt included in the decisions regarding 
surgery:
"The doctor and I  talked the operation through and he gave me the options. I  
fe lt that although it was my choice that they were very much with me. It was 
like a team decision. "
Two of the women felt that there was no other option open to them than following the 
doctor’s advice:
"I just said "if that is what you think I  should have (surgery) that is what I  
will have". There was no point me making the decision because I  couldn’t 
know what he had found. "
"I don’t know much medical. I  was advised by him, (the doctor) you have to 
take it or leave it. I  didn’t have any options to follow it through or not. There 
was no realistic choice. "
5.1.10 The waiting list for surgery
Eight women had to wait between two and three months for surgery, one woman had 
waited nearly five months. The younger woman had only waited three weeks. All the 
women were given the choice of being admitted to a London hospital for their surgery 
or being referred locally. W omen were however encouraged to have their operation 
in London in the interests of research programmes. Seven of the women agreed to be 
admitted in London for surgery. One woman could not be found an anaesthetist on 
the day prior to her operation and was sent home. Her operation was subsequently 
arranged locally to avoid causing further inconvenience. Two women chose to have 
their surgery done in a hospital close to their homes. The women were clearly anxious 
during this wait although all tried to carry on with life as normally as possible:
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"I had to wait two months. It was an anxious time I  kept thinking - when am I  
going to hear the date?"
"The worst time was in January - 1 was told (by the scanning clinic) that I  
would hear from them a date fo r  my operation immediately after Christmas 
and I  didn’t. I ’m afraid I  became so anxious that I  rang in the end. "
"The doctor (at the scanning clinic) said that he would write a surgery 
referral letter to my GP. - but it took a very long time. I  knew he was busy 
but when you are anxious it seems interminable. By then quite a few  weeks 
had gone by so I  was really tense. When I  got a letter from my local hospital 
it was going to be another six weeks before I  was even seen. My husband 
said "look I  think you should pay to be seen sooner. " Actually it really went 
against the grain as I  don’t believe in jumping queues. I  had to really think 
about it but decided it had been such an anxious time that I  just wanted it all 
to be over. "
"While you are waiting there is always that little doubt in the back o f your 
mind (about cancer) although I  fe lt perfectly well and did not have any o f the 
symptoms that my mother had. "
Two women seemed to think that because they had to wait for surgery their cyst could 
not be cause for much concern otherwise they would have been taken into hospital 
more quickly:
"I assumed as I  was being allowed to wait two months that the cyst must be 
so small that they could not be expecting it to gallop away. "
"Nobody was in a great rush to get me in (to hospital) so I  thought it can’t be 
that serious. "
W hen asked if  anything could have been done to make the process of waiting easier 
all the women seemed acceptant of a waiting list for a hospital bed and many felt the 
wait was quite short, however, some felt more speed in knowing an admission date or 
being admitted would have relieved anxieties:
"To at least known the admission date more promptly would have been a big 
help. "
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" Only more speed - well the thought o f going in fo r anything is horrible. "
"It seemed an awfully long time to wait fo r the date - 1 suppose it wasn’t with 
all the paper work but it fe lt it"
One woman felt the sole means of reducing her waiting time was to be seen privately: 
"The only way o f making the waiting time shorter was to pay. In fact the day 
I  went fo r  the operation (privately) was the day after I  would have had my 
consultation (on the NHS). "
Another woman said the wait was quite useful to make arrangements:
" The time gave me a chance to get organised and stock up the freezer fo r  my 
husband!"
5.1.11 Experiences in hospital
Some women were not familiar with hospital admission and unsure what to take with 
them. In particular women were not advised that they would need to bring their own 
sanitary towels for post-operative use as the hospital did not provide them:
"We were not told what to bring into hospital but I  found an old booklet 
behind a pipe - it was rather late then! Since we lived some distance away, it 
was a bit difficult fo r  my visitors to keep bringing things. "
"Nobody ever said what the after effects o f the operation (discharge and 
bleeding) would be or that S.T. ’s should be brought. I f  only they had said on 
the bottom o f the admissions letter "Please bring your own supply o f S.T. ’s. "
That was all you would have needed just that one line on the bottom o f the 
letter. It was left to the old hands (women who had been on the ward a 
while) to tell the newcomers. One woman even had to take off her theatre 
gown on the morning o f her operation, throw on some clothes and rush out to 
the shops to buy a supply for everyone!"
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M any women were not at all sure how extensive surgery was likely to be. Three 
women said that they did not find out that they were to have a hysterectomy until just 
before their operation:
"I was very badly informed. I  was told at the last minute that I  should have a 
hysterectomy as well as my ovaries removed - 1 didn’t know why. "
"Originally he (the doctor) suggested that we should test the cyst or remove 
the ovary and then test the cyst, but as time drew nearer they started telling 
me about a hysterectomy. As it turned out I  went in expecting a hysterectomy 
and I  got one. "
"On the day o f admission I  was expected to sign a form to have a full 
hysterectomy. I  refused. I  said that I  did not want to have any more surgery 
than was necessary. In the end I  did sign -but on the condition that it was 
absolutely necessary - otherwise to just take the ovary. When I  came round I  
found that they had taken it all. The more I  think about it the more and more 
convinced I  am that the consultant had made his mind up to take everything 
out and that is what he did. "
This woman conveyed a view that also appeared to be held by a number of other 
women who had a hysterectomy:
"I came to the conclusion that the attitude o f the consultant was - well you 
are 55 and you don’t need any o f that (female reproductive organs) any more.
That really came over quite strongly. "
W om en’s experiences in hospital varied quite widely. Some of the women had 
nothing but praise for their treatment and care on the ward:
"It was marvellous - the tops!"
"The treatment I had I  could not fault. Everybody seemed a team".
Often it appeared that if the woman had enjoyed the company of the other patients her 
stay in hospital was likely to have been viewed much more positively:
"I fe lt I  left that hospital having gained a lot (although I  lost a lot also!). I  
learnt so many things (through striking up multi-racial friendships after
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coming from a remote rural area) and met dear people I  still keep in contact 
with. "
Two women were more neutral about their stay:
" It was all right. "
" I  didn’t think all that much o f the hospital. I  would have had more visitors 
i f  I  could have been admitted locally - but I  understood that this had to be so 
as the research was in London. "
The main complaints surrounded lack of information before and particularly after the 
operation. These aspects will be discussed in the next section.
5.1.12 Recovery from surgery
Three women complemented the hospital on the nursing care and pain management 
that they received for the first few days following their operation:
" I  would praise them (the hospital) for the fact that I  experienced very little 
pain. They used drugs to control pain levels very carefully fo r the first few  
days. "
" The pain killing injections were wonderful - 1 fe lt no pain after the 
operation"
Three women did say that they experienced post-operative pain. One woman in 
particular because she was transferred to another London hospital a day after surgery 
as the ward was closing down:
" That was very painful - it was only the day after (surgery). They (the staff) 
were very nice, but it was a bit traumatic. "
The length of time that women took to get back to their previous level of functioning 
varied:
"I had the operation done in November and was back at work by the 
February - so it took me about two months to get right. "
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"I was able to go back to sedentary, part-time work, three and a half to four 
months after the operation and managed to go backfall time after six 
months. "
"It was about six months. I  was very emotional and just kept crying the 
whole time. "
"It took me a long, long time to pick up after the op. I  feel fine now but it took 
me a whole year to get back to full health. "
Three women said that they were not prepared for the length of the recovery period 
and the prolonged feelings of fatigue that they experienced:
" I  did not realise what it would take out o f me (the operation). I  am the sort 
o f person who just gets on with things and I  try to have a positive approach - 
but I  was quite surprised to feel so weak fo r such a long time. "
"I thought that a hysterectomy used to be a major operation but these days 
that it is not - until I  had one. Then I  realised it is still a big operation. "
Two women mentioned that they still experienced pain following the operation: 
"My left hand side still pulls occasionally i f  I  lift or turn quickly. It feels a bit 
sore. "
"I am still getting a burning sensation on my left hand side. The heat makes 
my clothes very wet. Sometimes the pain is really severe and causes me to 
double up. Twinges are happening every few days - they feel like a knife. "
(This second woman was referred back to the hospital where surgery had 
taken place.)
5.1.13 Aftercare
There seemed to be a lack of post-operative information available in hospital:
"The only person who gave out advice (after the operation) was a woman in a 
brown checked overall who handed out the dinners (presumably a domestic).
She told us what we should and shouldn’t do. "
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"A physio came round and handed out a leaflet with exercises, but she did not 
run through them. I  said that was fine - but it wasn’t really. "
"I asked the ward sister if  there was some literature on what to do and she 
said only a photocopied sheet hanging at the end o f the ward. I  went to read 
it but it was useless since it was so badly duplicated it was impossible to read 
and you need something to take away and ponder over. "
W omen said that they would willingly have paid for a comprehensive booklet from 
the hospital about caring for themselves post-operatively:
"I would have gladly paid a pound fo r something like this rather than have 
nothing at all"
Two women went out of their way on returning home to find out about after care: 
"When I  got home I  spoke to a friend who’d had a similar operation and said 
"I don’t know whether I  can lift pianos or not or when I  can!" She sent me an 
excellent booklet issued by another London hospital - it was fu ll o f sound 
advice. "
"Having been a teacher if  I  don’t know something I  go out and find out about 
it, but I  was worried that most o f the other women in the ward would have left 
it (post-operative care) to their instincts. "
M any women on the wards that the patients went in to appeared to be given Hormone 
Replacement Therapy (HRT) automatically after their operations. Some of the 
women in our sample questioned this:
"All the women on the ward seemed to be taking HRT, I  wondered whether I  
should take it as I ’d had both ovaries removed, but I  wanted to be properly 
informed. "
"I wasn’t at all happy about the lack o f information on HRT....It was offered 
to me, but without any sort o f counselling, I  declined saying that I  wanted to 
find out more about it and think it through first. When I  saw my own GP. I  
asked him about it, I have had a grandmother with breast cancer so he 
advised me against it unless I  was experiencing any sort o f distressing
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symptoms. He gave me time and sat and talked about it with me - but I  had to 
arrange this myself. "
One woman explained why she chose to refuse HRT.:
"It seemed to me that I  had this operation because there might be a risk o f 
ovarian cancer and having been through all that I  fe lt it didn't really make 
sense to have a treatment which might possibly give a risk o f breast cancer!"
W omen were not asked directly whether they felt differently about their bodies or sex 
following a positive scan result or surgery. This was because in our prospective study 
women did not always choose to answer questionnaire items in these sensitive areas 
and it was felt that since women were being interviewed face to face in their own 
homes, intrusive personal questions may cause women embarrassment and be 
detrimental to rapport. One woman did however, comment that this was an area 
which required discussion after surgery:
"One thing that should have been talked about is the sex side o f marriage. It 
is only now that I  am beginning to have those feelings for my husband that I  
had before the operation. That is nearly 18 months - which is stressful...! 
think somebody with a not very understanding husband would have found it 
very difficult. I  wonder if  counselling should be done with the husband after 
the operation. I  was lucky enough to get hold o f some books from my 
daughters (both in the medical profession) so I  did know what to expect a bit 
- but it was still stressful and without an understanding and loving partner 
would have been tremendously upsetting. You don't want the physical side o f 
your marriage - but the feelings are coming back, which I  wondered about. I  
didn't know if they ever would. I  really feel that lack o f information on this 
side was one little omission. I f  you have a happy marriage it is all part and 
parcel o f that so it is very important. I  think you get that feeling that your 
womanhood has gone but fo r me that has been strongly taken over because I  
feel so lucky to be alive. "
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Two other women commented that the hysterectomy had made them feel temporarily 
different about their womanhood:
"I had a feeling o f loss that my womb had gone. "
"I fe lt a little bit less feminine for a while. "
5.1.14 The biopsy results
Four women received notice that their ovarian cyst had not been cancerous shortly 
after the operation:
"They told me before I  left hospital - in a matter o f days. The doctor said 
"you will be pleased to know that everything was all right. " I  asked him if  the 
cyst was benign and he said yes. "
"They told me the biopsy result a few days after the operation. The words 
that really stuck in my mind were "it is not malignant". I  was over the moon.
I  got straight on the phone to tell my husband. Once I  had been told that I  
was just so relieved. I  was in great spirits all the time. "
Even when informed about the biopsy promptly this was still an anxious time for 
women:
"I had to wait three days after surgery to find out whether the ovarian cyst 
was cancerous or not - that I  got a bit uptight about. The wait was terrible. "
Four women were told very little about their operation until a much later date. One 
woman said that she had assumed that she did not have cancer because no one had  
told her otherwise:
" I  wasn’t told much immediately after the operation - just that everything 
had gone fine. It wasn’t until I  went back for a follow-up that a ’stand in ’ 
doctor explained everything properly.
" No one came round after the operation to explain what had happened to me 
while I  was in hospital. ”
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Two women left hospital not knowing whether their cyst had been cancerous or not 
and spent many anxious weeks or months trying to chase up their results:
'7 was told that I  should expect the result o f the biopsy in about one week. I  
waited for a couple o f weeks and nothing came - 1 kept checking with our 
health centre during this period. In the end I  rang the sister on the ward and 
she said that nothing was there about my result, she was very vague.
Eventually, on visiting the health centre in about the fourth week I  told the 
receptionist that I  was worried that I  could not get my result from the 
hospital and she said she would ring through. A few days later my GP. let 
me know that everything was fine. "
"I was just told at the hospital that they would get in touch with my GP. and 
he would be informed if  anything cancerous was found. When I  went fo r my 
six week check-up I  expected him to be fully informed about my operation but 
all he had was a discharge note. That was in January, 1990. He wrote to the 
hospital several times to request my notes. Every four months when I  went 
back fo r my HRT. tablets I  would ask if  he had heard anything and he would 
say no. Eventually I  rang the medical services officer at the hospital and 
following that my GP. received a brief letter saying that the cyst had been 
benign. That was in April or May this year ( 1991 ). "
This woman said that until the letter arrived (eighteen months after her operation) the 
thought kept looming at the back of her mind that she may have had cancer:
"I kept thinking - he hadn’t heard (her GP. from the hospital) something may 
be wrong - could they have lost my notes?"
She said that it wasn’t until she saw her result in writing that her mind was finally put 
at rest:
"He (her GP.) handed me the letter and said - this is all Eve got, but it does 
show that you are clear. It was more final then to see it in black and white. "
Many women said that they would have liked to have received the biopsy result in 
writing:
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" I  still haven’t got anything on paper. I  would have liked to have seen the 
result written down and sent to me. All I  had was a verbal message. 1 still 
feel very slightly uneasy about this. "
In Posner and Vessey’s study, 63 per cent of the women in their sample could not be 
confident that cervical cancer would not recur. Seven of the ten women interviewed 
in our surgery sample had both ovaries removed and a full hysterectomy. All of these 
women said that their anxieties about ovarian cancer recurring were eliminated:
"One positive thing about more radical surgery was that I  know now that I  
am never going to get cancer o f the ovary or o f the womb. "
One of the women who had an ovary remaining felt quite differently. This was the 
woman who had been sent home on the day prior to her proposed operation because 
an anaesthetist could not be found. Her operation was then arranged locally by the 
doctor at the scanning clinic so that she would be protected from any further 
inconvenience. She said that the policy at her local hospital seemed to avoid the 
removal of apparently healthy organs as a precaution:
" I  still worry - 1 wish they had taken both ovaries. What I  would really like 
is to have a CAT scan right the way through my body to check everything (for 
cancer). "
The younger woman who had 70% of her right and all of her left ovary remaining was 
being re-scanned (locally) every six months:
"Since then (the operation) I  come back every few months for them to keep a 
check on me. I  feel reassured that any possibility o f an abnormality 
recurring in the future would be detected promptly. "
The third woman did not have either of her ovaries or her uterus removed. Usual 
procedure was for all women to have a final scan on the day prior to surgery to 
confirm that the cyst was still present. For this woman, no one was available to do the 
scan and she was sent to theatre without continued presence of the cyst being verified. 
Laparoscopy proved that she was without ovarian pathology. She had been prepared, 
however, to expect a full hysterectomy:
185
"He (the surgeon) said "I can assure you that your ovaries are perfectly 
healthy and there is nothing at all wrong with you. "
This woman had two possible explanations why she may have been subjected to 
unnecessary surgery:
"The houseman told me just before my operation that in his opinion only 60% 
o f the scans done at the clinic were correct and 40% incorrect. I  thought I  
must have been one o f the 40% incorrect. Afterwards I  thought that the cyst 
may have gone by the time I  should have had the last scan and I  may not have 
needed any o f it - but there you go. In hindsight had I  known that nothing 
would be found I  would have insisted on having a third scan - but it is water 
under the bridge now. "
This woman was reluctant to participate in repeat scanning:
"I haven't heard anything (from the clinic) and I  didn’t know if there was a 
recall, but in view o f what they didn’t find you wonder whether you would be 
going through a lot o f heartache and mental strain again - fo r nothing. I  
don’t really know that it would be a good thing to go back again. "
5.1.15 Follow up
Many of the women were dissatisfied with the lack of follow up given by the hospital 
to which they were referred for surgery:
"They (the medical staff) were very good leading up to the operation but the 
aftercare was very bad. "
"There should have been much better liaison between the hospital and local 
services. "
W omen with good G P’s managed to gain medical care at home but some women left 
their recuperation entirely in the hand’s of female friends or spouses.
One woman in particular, was still extremely distressed when I visited her nearly two 
years after her operation. She had been told, while still in hospital, to expect a follow 
up appointment, but never received one:
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"I was told that I  would be going to receive a date fo r  a check-up but it never 
came. I waited for weeks. I had to ring the hospital myself in the end and 
they said that my surgeon was not doing follow-up appointments any more 
and I  would have to go to my GP. I  was very upset about this aspect. Five 
minutes o f someone’s time to explain what had happened to me would have 
put my mind at rest. I  fe lt as though I  was finished with as fa r  as research 
was concerned. I  was o f no importance - it was just on your bike. I  feel as 
though it wasn’t finished it was not the end o f the story. "
Another woman said once that she had served her research purpose she felt forsaken: 
"You were just left. I  fe lt as though once they had done their part in the 
research you were just left. "
Three women did not know whether they should hear from the hospital again, or not: 
"I never heard anything about follow-up so I  assumed they (the hospital) did 
not want to see me again. "
"I thought that I  would be seen again after the one week follow-up but I  never 
heard anything from the hospital. "
A further problem requiring women to rely on their G P’s if they wanted to be 
followed up were lengthy waiting lists at the hospital:
"The waiting list fo r  the six week check up at the hospital was three months! - 
so it was suggested that I  go to my GP. "
Several women expected that the clinic would also want to follow them through as 
part of the research:
"I thought they (the clinic) might have wanted to follow me up -not because 
Pm anything special but I just thought there would be more follow through. "
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6 DISCUSSION AND CONCLUSIONS
This discussion first considers psychological distress in the whole screening sample, 
examining moderating factors such as coping style of the participants, and doctor- 
patient communication. Then, specific issues relating to the women who underwent 
surgery are addressed. Particular attention is paid to the quality and timing of 
information that these women received. Recommendations are made as to how their 
experiences could be further improved. The limitations of these studies are then 
reviewed, identifying factors which could make it difficult to generalise our findings 
to other screening samples. The sections following summarise subsequent research in 
the field, taking into account both contradictory and complimentary findings that have 
emerged since our studies were carried out. This dossier ends with a synopsis of our 
conclusions and a summary of the current climate in ovarian cancer screening.
6.1 Psychological Distress in the Screening Sample
These investigations were initiated because of concern about the vulnerability to 
psychological distress of women who had a close relative with ovarian cancer. As 
expected the women in the screening sample had known more people who had died of 
cancer than did the controls. However, women in the screening sample did not seem 
to appear to be more psychologically distressed when they were compared with either 
the control sample or national norms. From the point of view of evaluating the effects 
of screening it is important to remember that the population who attended the ovarian 
scanning programme were self-selected. In this case participation depended on 
women responding to an advert describing the research project and appealing for 
volunteers to take part. It is possible that only the more stable and confident women 
decided to participate.
6.1.1 Impact of the first ultrasound scan
The result of the initial ultrasound scan had a clear impact on well-being. If the scan 
result was negative, women appeared to experience relief and reassurance and their
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GHQ and HAD scores dropped, just as had been reported in earlier breast screening 
studies (Ellman et ah, 1989; Gram et ah, 1990). If the result was positive, women 
became more worried about cancer and more distressed. This effect was most 
pronounced among women with an information-seeking coping style.
6.1.2 Moderating effect of coping style
M iller has shown repeatedly (e.g. 1995) that when threatened with an aversive event, 
some individuals typically ’m onitor’ for information about it and amplify the threats 
both cognitively and emotionally. Other individuals avoid and psychologically b lu n t’ 
such cues. M any other researchers have shown that when confronted with medical 
stressors, high monitors manifest greater self-reported physiological and behavioural 
distress and dysfunction, slower recovery, and more severe treatment side-effects (e.g. 
Lerman, Schwartz, Miller, Daly, Sands and Rimer, 1996). The characteristic features 
of high monitors are not perceptible when stress is low or absent, but become most 
apparent when confronted with high levels of stress. This was demonstrated in our 
study by women who were high monitors displaying significantly greater distress than 
low monitors, when a cyst was found on their ovaries.
Miller, Rodoletz, Mangan, Schroeder and Sedlacek (1996a) have extended our 
understanding of the monitoring process. They found that when faced with 
potentially severe long-term medical threats, high monitors were characterised by 
elevated levels of intrusive ideation regarding their disease status in comparison with 
low monitors. This suggests that on receiving a positive scan result, women in our 
sample who were high monitors may have thought more about their likelihood of 
having ovarian cancer when they had not meant to do so. They may have dreamt 
about it, had difficulty falling asleep because of it, and been reminded of the illness or 
death of their close relative, with all the resultant painful emotions that this would 
surely have evoked. As a consequence, these women would have been more likely to 
engage in avoidance tactics, such as trying not to think or talk about the possibility of 
their having ovarian cancer, in an attempt to reduce such ideation.
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Furthermore, M iller and colleagues found that, although high monitors were generally 
more likely to experience intrusive ideation, the effect of this was dependant on the 
perceived aversiveness of the medical stressor. Due to the merciless image of 
ovarian cancer, the level of intrusive ideation in women who were both high monitors 
and found to have an ovarian cyst may have been both disturbing and overwhelming, 
and hence dealt with through more extreme patterns of avoidance. Conversely, in a 
more controllable, non catastrophic situation, such as the discovery of a m inor 
cervical smear abnormality intrusive ideation will be less intense and more easily 
tolerated, because the condition can be effectively treated (Miller et a l ,  1996a).
In addition to variations in intrusive and avoidant ideation, M iller and her research 
team found that high and low monitors differed in their strategies for coping with their 
disease status. High monitors were more likely to cope by use of more primitive 
denial/disengagement strategies, compared with their low monitoring counterparts. 
Former research investigating the relative efficacy of avoidant and non-avoidant 
coping strategies has indicated that the former is less adaptive over time (Suis and 
Fletcher, 1985) and may be allied with a variety of long-term health effects, including 
more rapid cancer progression (Epping-Jordan, Compas and Howell, 1994). These 
detrimental effects are most evident when avoidance efforts to distract from the 
stressor fail and the individual resorts to more extreme defensive attempts, 
characterised by denial and numbing (Foa, Riggs and Gershuny, 1995). Findings by 
M iller and colleagues (1996a) propose that it is the high monitors who are most likely 
to adopt this ineffective coping stance, by actively engaging in suppression and 
distancing themselves from an awareness of their situation. Although none o f the 
surgery women in our sample were found to have ovarian cancer, had it been 
diagnosed this is how the high monitors would have been predicted to cope.
In general, high monitors have been found to fare better (psychologically, 
behaviourally, and physiologically) when provided with accurate and detailed, but 
highly reassuring information about their situation and its management. It seems that 
this helps to reduce uncertainty, truncate catastrophic ideation, and enable step-by- 
step preparation. Alternatively, high blunters appear to fare better with more minimal 
action-oriented messages, with ample opportunity to psychologically tune-out from
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what is facing them in these situations (Miller, Shoda and Hurley, 1996b). Patients 
with a monitoring style who face long term intensely threatening and uncontrollable 
medical procedures (such as our surgery sample who had to face not only repeated 
screening, but a major operation and the threat of a grave diagnosis) may also require 
more emotional support to help them cope with their experiences (Miller, 1995).
Also, information needs to be presented to high monitors in a form that distances it, so 
that their sense of vulnerability and distress does not alarm them, and the personal 
relevance of the disease is conceived less negatively (Miller et a l  1996b).
6 .1.2a The Monitoring Process Model
Our findings from these studies and subsequent research (Wardle, Pemet, Collins and 
Bourne, 1994; Wardle, 1995) offer further support to the M onitoring Process M odel’ 
(Miller et a l ,  1996a) in that the characteristics of an individual’s cognitive-affective 
processing system (i.e. monitoring or blunting) interact with the particular 
psychological features of the health information (e.g. impact of receiving a positive 
scan result) and the specific medical situation (e.g. ovarian cancer screening) in a 
potentially predictable pattern. Consequently, intervention should focus on matching 
information and psychological support to coping styles. As noted by Lerman et a l  
(1996), future research on coping style should distinguish precisely the conditions in 
which exposure to detailed information about health threats will enhance rather than 
impair adjustment among individuals with varying monitoring styles.
6.1.3 Moderating effect of physician feedback
The psychological reactions of the women appeared to be influenced by the feedback 
that they received; those women who went on to have a positive result at their second 
scan were more disturbed by a positive result after their first scan. This response 
seemed to be because more reassuring feedback was given when the clinician 
anticipated a negative rescan. It may also correspond with the suggestion that the way 
in which a physician presents results influences the anxiety of the participants. 
Shapiro, Boggs, Melamed and Graham-Pole (1992) showed that women at risk for 
breast cancer who received uncertain results of their mammogram from a non-worried 
physician, compared to women receiving the same results from a worried physician,
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recalled significantly more information, perceived the medical situation as less severe, 
self-reported less anxiety and had lower pulse rates. The clinician affect at the 
ovarian screening clinic may have instilled reassurance in the women involved.
6.2 The Surgery Sample
W e were not surprisingly most concerned about the women who were referred for 
surgery. The findings from our first study suggested that their degree of distress was 
increased after the first scan, when they were initially told of the abnormality. The 
measured psychological state typically returned to normal after surgery, when biopsy 
results confirmed that the cyst had been non-malignant. Some women even showed a 
reduction in distress compared with baseline measures, indicating that there was no 
evidence of persistent emotional disturbance. Nevertheless, because of concern that 
psychometric measures of distress might be insensitive to the concerns and regrets of 
women who had been through screening and major surgery, qualitative data from 
interviews were collected as a complementary approach.
6.2.1 Delivery of information during screening
Summarising the qualitative study findings, the procedural and diagnostic information 
given to women by the staff at the ovarian scanning clinic appears to have been 
intelligible and comprehensive, and delivered with consideration and sensitivity. This 
applied particularly to the communication of positive scan results, which seems to 
have been critical in reducing upset in a potentially tense and ambiguous medical 
situation. Active involvement in the scanning process seemed very im portant to 
women, and the fact that the doctor took the time and effort to explain what was 
happening at each stage was highly valued.
The offer of the clinic telephone number was an appreciated gesture because the news 
may be a blow, and women might not always be capable of digesting a positive result 
and the implications associated with it at the time. Ideally, it might be preferable if 
the clinic had their own counsellor designated solely to dealing with w om en’s 
questions and anxieties about screening and ovarian cancer. Several of the women 
said that although they had queries, and the clinic had said that they should feel free to
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contact them, they were aware how busy the staff were and did not feel that their 
concerns were significant enough to warrant troubling them. The clinic counsellor 
could therefore routinely telephone women who have received a positive result after a 
few days, to encourage anxieties to be raised. This would ensure a higher level of 
emotional support for high monitors who receive a positive result, and also provide a 
safety net for women who might contact the clinic with worries that do not reach the 
appropriate channels. Many of these suggestions have been reiterated by Ong and 
Austoker (1997) who have subsequently discussed conveyance of information in a 
breast screening sample.
6.2.2 Effect on partners
Husbands often appear to have found the experience of their wives receiving a 
positive result very stressful. Admittedly, this information was reported by the 
women themselves rather than their spouses, but it is likely that if  anything, husbands 
would try and minimise their concerns to their wives, to avoid distressing them  
further. In hindsight, we could have clarified this issue by trying to interview partners 
concurrently. It may be helpful if all women returning for a re-scan which is likely to 
lead to surgery, were asked to bring their partners, so that they too could be involved 
in any discussions or decisions that were made. It might also be appropriate to offer 
men some time alone to enable them to raise any fears about the threat of ovarian 
cancer or surgery that they may have, but feel unable to disclose in their presence of 
their wives. Knowledge of partners’ coping styles would further aid appropriate 
tailoring of information and support. Other family members, particularly daughters, 
may be affected by the screening process, and perception of their own ovarian cancer 
risk raised. This issue was not explored in our study and should be taken into 
account when assessing familial risk.
6.2.3 Influence of the scanning procedure
W ith regard to the scanning procedure itself, there seemed almost unanimous 
agreement that the vaginal probe was a preferable experience to the abdominal scan, 
primarily because it did not involve the anxiety of excessive water retention.
Although the vaginal probe is obviously a more invasive technique, it was rarely 
perceived as more than slightly uncomfortable. Allowing the woman to adopt a
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position that is both practical for the examination and allows her to retain her modesty 
and control might further reduce feelings of exposure and indignity.
Many women, although appreciating the financial limitations of research projects, and 
extremely grateful of the opportunity to take part in ovarian screening, were clearly 
still appalled by the physical state of the scanning clinic. Obviously major 
improvements would require significant spending, but a few small changes would 
improve first impressions. Ensuring cleanliness should be a prerequisite for any 
medical clinic but at times appeared to be deficient. W omen suggested that a "lick of 
paint", some plants, pictures, reading matter, sufficient seating, a non-smoking zone, 
and a drinks machine would have gone a long way to creating a more welcoming 
atmosphere. Also, since the clinic did not have the services of a receptionist, posters 
offering practical information such as what to do and where to go, directions to the 
nearest coffee point or toilet, and background information about the research project 
would have been welcomed. Since the publication of these findings many of these 
recommendations have been acted upon. The importance of pleasant surroundings to 
produce a soothing effect has since been highlighted by women in Ong and 
A ustoker’s (1997) breast screening study.
6.2.4 The issue of waiting times
A waiting list is inevitable and always likely to generate stress. Offering women the 
earliest possible date for surgery that is practically feasible for them seems vital to 
minimise anxiety on the waiting list. W hen there is an unavoidable delay for a 
hospital bed, it is essential to ensure that women at the very least receive a date for 
admission promptly. If there is a clinic counsellor, contact could be maintained 
throughout this stressful period to extend the degree of support.
6.2.5 Delivery of information during hospital stay
Although many women sincerely praised the nursing care received in hospital, there 
were some undeniably glaring flaws concerning the lack of information available in 
several critical domains. An improvement in the quality and timing of information 
conveyance could lead to a reduction in anxiety for the women taking part in the 
ovarian scanning programme. Pre-operatively, if  women were likely to require a
194
hysterectomy, they should have been carefully briefed for this eventuality well before 
going for surgery. This is clearly a major decision which should be discussed in detail 
with the woman and her partner so they can make a informed choice well in advance. 
It seems quite unacceptable for a woman to suffer this additional stress on the day of 
her operation. Additionally, sensory information regarding feelings surrounding loss 
o f body parts should be routinely discussed before and after surgery (Maguire and 
Parkes, 1998).
Post-operatively there was a distinct shortage of behavioural and coping skills 
information given to women regarding how they could aid their recovery, what 
problems they might expect, and whether HRT was the best choice for them. In 
addition to the provision of a comprehensive and informative booklet, group 
discussions with other patients, educational films about women who have undergone 
gynaecological surgery, individual time with nurses to ask questions all may have 
been helpful. It is well known that medical recommendations given verbally are not 
always retained (Austoker and Ong, 1994), and that the written form is the most 
effective way to communicate health-related information (Byrne and Curtis, 2000). 
For these reasons, clearly written post-operative advice seems essen tia l. Again, 
since the publication of these findings, many positive changes in this domain have 
been implemented.
The most crucial piece of information for all women to receive quickly and 
conclusively was, understandably, the biopsy result. Until a woman learned for 
certain that her cyst had been benign, she undoubtedly remained apprehensive about 
ovarian cancer. That some women spent weeks or months chasing up their result on 
leaving hospital was completely inexcusable. On no account, should a woman ever 
have to endure this prolonged anxiety. Ideally, a woman should receive her biopsy 
result while she is still in hospital, and be given time to discuss the findings. W ritten 
confirmation, if not previously available, should then be sent to both the woman and 
her general practitioner. W omen being told that they should only expect to hear from  
the hospital if their result showed signs of cancer does not seem satisfactory, since 
there will remain a sense of foreboding that the news could have become lost in the 
post. Poole (1997) commented that, as yet, no project has specifically addressed the
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post-biopsy experience of waiting for results: the period of time between medical 
confirmation that symptoms are suspicious, and definitive diagnosis. Closer 
inspection of this critical period should provide valuable information on how practice 
can be improved.
The main point that needs to be made regarding follow up is that the women, on being 
discharged, should be in no doubt as to the frequency, dates and location of her 
subsequent appointments, whether they are arranged through the hospital or her local 
services.
6.2.6 Effect of family history on coping
For the women who had ovarian surgery for a cyst that transpired to be benign, not 
cancerous, our main concern had been that they might be bitter and hostile. Having 
been exposed to so much anxiety and pain for something which was later discovered 
to be harmless, and about which they may never have known, or been caused trouble, 
had it not have been for i t’s detection at the ovarian scanning clinic. This was quite 
clearly not so.
In terms of the theory o f cognitive adaptation (Taylor et a l, 1984), these women 
would have had little difficulty in a search for causality, being able to attribute their 
ovarian cyst to hereditary factors. W ith regard to a search for mastery all the women 
in this sample believed that surgery would prevent a similar event form recurring.
This is probably the main reason that women did not appear to have any negative 
feelings about their experiences and is encapsulated in the quote below:
"I feel a very lucky lady because, knowing my family history, la m  positive 
that the cyst would have_developed into cancer. I  have that firmly fixed in my 
mind. "
This overriding reassurance seemed to be crucial so that, far from being resentful 
about their experiences, women extolled the virtues of the ovarian scanning 
programme, and avidly publicised the gains to their female relatives and friends. It is 
evident that this response had been strongly influenced by family history. In a similar
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screening study evaluating longer-term psychological distress in a general population 
sample of women (i.e. women without a family history of ovarian cancer), one year 
after screening significantly higher GHQ and STAI scores were found in women from 
the surgery group who were characterised as having a high monitoring coping style, 
(see Figure 3) (Wardle, Pem et et a l ,  1994). W e proposed that this was due to the 
women in this sample having not endured harrowing personal encounters with ovarian 
cancer which might have fostered feelings of vulnerability to the disease. For this 
reason they may have perceived surgery differently. It is possible that the operation 
was viewed as a negative life event, rather than a positive opportunity to gain 
reassurance (by increasing mastery) as seemed to be the case for women with a family 
history of ovarian cancer.
Self-enhancement seems to have been possible because these women with benign 
ovarian cysts could see themselves as fortunate compared those in whom malignancy 
might be found.
From the point of view of evaluating the benefits of screening in high risk samples, it 
is encouraging that the women who participated in this study heralded the merits. 
M ore recently other serious concerns regarding prophylactic oophorectomy (the 
surgical removal of non-cancerous ovaries) have come to light, and will be discussed 
in the citations section 6.4.2b.
6.3 Limitations of this research
There are several aspects of these studies which suggest that the extension of our 
findings to other screening programmes should be made cautiously. The women who 
took part were self-selected, and from a high-risk population. In addition, the sample 
of women who agreed to take part in the interviews was small. Their psychological 
profiles indicated that they were mature, stable women who believed that, if they had 
ovarian cancer, it could be detected sufficiently early to be cured, and they 
demonstrated their commitment to screening by travelling long distances to 
participate. Other screening populations might be more vulnerable to psychological 
distress. The data set was also incomplete, and the possibility must exist that those
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women who were more distressed had failed to return the questionnaires. The 
comparatively low response rate in the control participants is another reason for 
caution, but does not preclude comparisons between women with positive and 
negative results. The measurements in this study were chosen because they had 
already been used in other studies and were able to identify major psychological 
effects. Nevertheless it is possible that there were subtle changes that may have been 
picked up by more sensitive measures.
A particular characteristic of this screening programme was that feedback about scan 
results was given immediately and with care. Many women commented on their 
satisfaction with this communication. It must be recognised that such rapid, sensitive 
feedback may in other circumstances not always be possible. In breast and cervical 
screening for example, women often receive the results by post and may not be able to 
discuss these results immediately (Lerman et a l ,  1991a; Lerman et a l ,  1991b).
W ith the above reservations, these studies confirmed the general trend in published 
research at the time, namely that false-positive results in some screening programmes 
may be associated with transient negative effects, but can be without serious 
psychological costs in the longer term (Reelick et al. 1982; Ellman et a l ,  1989; Gram 
et a l ,  1990). The effects of reassurance for those who receive negative results may be 
beneficial, especially in high-risk groups.
6.4 Subsequent research
A search of the M EDLINE computerised database (1993-1999) was carried out to 
identify further studies of the psychological impact of cancer screening since our 
research (Pernet et a l ,  1992; Wardle et. al, 1993) was published. The following key 
words were used: cancer, screening, ovarian cancer, breast cancer, cervical cancer, 
psychological distress, anxiety, false positives. Searches were also carried out using 
key author’s names.
This search revealed 32 studies. These are summarised in Table 15.1-4.
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6.4.1 Contradictory Findings
Only two of the 32 studies above concluded that patients who had received positive 
results during cancer screening were not psychologically distressed by the experience 
(Brandberg et a l ,  1993; Gath et a l ,  1995). One possible influence may be the type of 
cancers being screened - malignant melanoma and cervical cancer respectively. The 
latter has a very clear pre-cancerous stage, and it is widely known that in most cases 
both can be treated simply and successfully. M ore advanced disease (requiring more 
radical treatment), may be detected with other types of cancer screening which do not 
have an obvious pre-cancerous stage, such as carcinoma of the ovary or breast. These 
variations in distress levels may therefore be a product of disease aetiology. Five 
other studies of cervical screening did find increased levels of anxiety, and other signs 
of psychological disturbance, in women with abnormal smears (Lerman and Rimer, 
1993; Bell et a l ,  1995; Basket! and Rimer, 1995; W ardle, Pem et and Stephens, 1995 
and Fylan, 1998).
Another explanation for psychological distress not being detected, which is favoured, 
is that the measures chosen may not have been sufficiently sensitive to detect subtle 
changes. Gath et a l  (1995) concluded that after an abnormal cervical smear, further 
investigation by colposcopy is generally associated with low levels of anxiety and 
depression. However the measures used were designed to detect clinical levels of 
psychiatric morbidity. I have also contributed to a study of the psychological 
consequences of positive results in cervical screening (Wardle, Pem et and Stephens, 
1995). Our results indicated that women with positive smear test results who were 
referred for colposcopy had significantly higher scores on the GHQ, STAI and a 
measure designed specifically for use in the study, the Cervical Screening 
Questionnaire (CSQ), than women with mild abnormalities or negative results. 
Significant differences between the groups with mild abnormalities and negative 
results were found on the CSQ (see Figure 5). W e concluded that positive results on 
cervical screening are associated with a significant psychological impact, including a 
range of specific concerns about gynaecological health and cancer, increased anxiety 
and impaired well-being. Even mildly abnormal results, which involved a 
recommendation for early repeat screening, caused raised concern about cancer for 
the recipients.
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Figure 5 Proportion of women in each result group reporting feeling worse than usual or much worse 
than usual on the Cervical Screening Questionnaire (CSQ).
After Wardle, Pernet & Stevens (1995).
6.4.2 Complimentary Findings
Since our studies were published (Pernet et al,  1992 and Wardle, Collins, Pernet et 
al, 1993) we have received thirty-four citations from independent research teams, of 
which I am aware (see Table 16 below).
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6.4.2a Psychological distress and coping style
One other study of the psychological impact of screening for familial ovarian cancer 
has reached the literature since our study. This is an ongoing longitudinal 
investigation taking place in Toronto, Canada. (Robinson, Rosen, Bradley, Rockert, 
Carr, Cole and M urphy, 1997; Rivito, Robinson, Irvine, Brown, M urphy, Stewart, 
Styra, Wang, Mullen, Cole and Rosen, 1999). This research group has discussed 
some preliminary results from the initial assessment. W omen attending their ovarian 
scanning clinic were more depressed and anxious than the general population. 
Perception of cancer risk and psychological distress were directly related. In patients 
who overestimated their cancer risk, 40% reported significant depressive symptoms 
and 22.6% were anxious. In those who minimised their risk, 15.8% were depressed, 
none (0%) were anxious. Hence, the psychological characteristics of patients prior to 
screening seemed to affect the way that patients filtered and interpreted information 
about their risk. These findings have been confirmed by other studies (Julian- 
Reynier, Bisinger, Chabel, Aurran, Bignon, Machelard-Roumagnac, Maugard, 
Nogues, Vennin and Sobol, 1999; Kent, Howie, Fletcher, Newbury-Ecob and Hosie, 
2000).
Those who overestimated their risk of ovarian cancer show a preference for a 
monitoring coping style (Basen-Engquist, 1997) and, in characteristic monitoring 
fashion, amplified their risk of ovarian cancer. These women would be more likely 
to seek out ovarian cancer screening and genetic screening, and possibly over-utilise 
it. Conversely, those who minimised their risk would be expected to show a blunting 
coping style. The low percentage of women in this group (17%) is not surprising, as 
these women are less likely to attend initial screening, and may not comply with 
follow-ups.
The magnitude of psychological distress may be exaggerated because pre-screening 
measures were administered immediately prior to receiving a pelvic examination, 
transvaginal ultrasonography and a blood test for CA-125 assay. Any of these 
procedures may have caused raised anxiety, in addition to any fears of what would be 
found. In our study psychological measures were completed six weeks prior to
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screening in an attempt to set a more realistic baseline level. Although an eight-item 
questionnaire aimed at eliciting responses to the screening procedures and counselling 
was completed after the initial assessment, psychological measures were not re­
administered. As the authors acknowledge, this prevented evaluation of w om en’s 
reactions to being given a professional assessment of risk. Robinson et a l  propose to 
address some of these methodological issues in their ongoing study.
Nevertheless the findings of Robinson et al. have important implications for the way 
in which risk information is conveyed, and the provision of psychological services.
As the authors highlight, reactions to the initial assessment may be im portant factors 
in adherence to follow-up. The optimum level of anxiety will be one which is not so 
high as to induce psychological consequences, but high enough to stimulate 
compliance with screening recommendations. They suggest that women who are 
extremely anxious and depressed, whether due to an accurate or overestimated level 
of risk, may avoid follow-up, thereby reducing the opportunity for early detection of 
cancer. It is possible, following a coping style model, that these women would be 
more likely to present than those who underestimate their risk. But they may suffer 
unwarranted levels of psychological distress unless they are able to receive the 
information that they seek. This study provides support to our case that psychological 
counselling and provision of information should be tailored to coping style.
Twelve other citations related to the mediating effect of coping style and used our 
results to support theories about high monitors in stressful medical situations (Miller, 
1995; M iller et a l ,  1995; Lerman et a l ,  1996; M iller et a l ,  1996a; M iller et a l ,
1996b; Robinson et a l ,  1997; Bottorff, Ratner, Johnson, Lovato and Joab, 1998; 
Rosenthal and Jacobs, 1998; Shoda et a l ,  1998; Jacobs and Deatrick, 1999; M iller, 
Fang, Manne, Engstrom and Daly, 1999; Shaw et a l ,  1999 [see section 6.1.2 for 
details]).
As in our studies, women with a mother affected with ovarian cancer, particularly 
when the illness and treatment experience was difficult and/or occurred when the 
woman was young, or at a critical stage of development, seemed to be associated with
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significant psychological distress that persisted into adulthood (Julian-Reynier et a l ,  
1999; Pasacreta, 1999).
Ten review articles of ovarian cancer screening written by medics cited our work 
(Crandon, 1995; Karlan and Platt, 1995; La Vecchia, Levi and Franceschi, 1995; 
Schwartz et a l ,  1995a; Ayers and Pickering. 1997; Karlan, 1997; Lindholm, 
Berglund, Kewenter and Haglind, 1997; Bell, Petticrew and Sheldon, 1998; Rosenthal 
and Jacobs, 1998; M acDonald and Jacobs, 1999). These papers recognised that 
screening may cause psychological distress, and that this should be taken into account 
when planning services. It was seen as encouraging that our results indicated that, for 
the majority of participants, adverse effects were neither severe nor persistent. Only 
Bell et a l  (1988) emphasised the potential harm caused to those who tested false 
positive. W esthoff (1994) made plea for greater caution in screening for ovarian 
cancer and warned that, since there is a lack of data to verify that screening reduces 
mortality from ovarian cancer, clinicians should not recommend that these tests are 
beneficial. W ith regard to additional psychological costs, W esthoff cited our work as 
the only published findings in this field and urged for replication studies. Similar 
concerns were expressed by Borreani and Ganger! (1996). They concluded that 
whilst the literature of the last few years is rich in studies which have begun to 
consider psychosocial aspects of screening, it is not yet easy to individualise a 
common patrimony of knowledge and hence more research is required.
6.4.2b Unnecessary surgery
W ith regard to the poor specificity of ovarian cancer screening resulting in 
unnecessary surgery, eight papers cited our work in this context (Cohen and Jennings, 
1994; Karlan and Platt, 1995; Weitzel, 1996; Karlan, 1997; Hallowed, 1998; M iller 
et a l .  Hallowed, 1999; M eiser et a l  1999; ). Cohen and Jennings (1994) were more 
optimistic about the predicted value of ovarian cancer screening than W esthoff in her 
paper the following year. They did advocate the benefits for women with a family 
history of the disease, but conceded that "the inability of ultrasonography to 
discriminate benign from malignant ovarian masses has decreased the specificity of 
this technique to the point where its value in early detection of an uncommon disease, 
such as ovarian cancer, may be unacceptable in the general population" (Cohen and
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Jennings, 1994 ppl090). Referring to our surgery paper (Pemet et a l ,  1992), Cohen 
and Jennings concluded that although diminished specificity of the test might be 
costly in economic terms for universal screening, patient acceptance may be higher 
than anticipated. W hat they omit when referring to this work is that all these women 
had a first degree relative who had experienced, and often died from ovarian cancer, 
and felt relieved and grateful because they believed that they were now awarded some 
protection from this appalling disease. As mentioned above, our other work (Wardle, 
Pem et et a l ,  1994) indicates that greater distress and less acceptance would be 
expected in general population samples.
Karlan and Platt (1995) and Karlan (1997) warn against the effect that these erroneous 
reassurances may have on programme participants: "women undergoing premature 
castration due to false-positive screening studies may be placing themselves at even 
greater risk for cardiovascular disease and osteoporosis" (Karlan and Platt, 1995 
pp2014; Karlan, 1997 pp268). Weitzel (1996) echoes this concern. He comments on 
how prescription of Hormone Replacement Therapy (HRT) to reduce these risks may 
further jeopardise w om en’s health, in that HRT appears to entail a moderately 
elevated risk of breast cancer. The irony of this situation was eloquently encapsulated 
by one woman in our surgery sample who explained why she chose to refuse HRT.
"It seemed to me that I  had this operation because there might be a risk o f 
ovarian cancer, and having been through all that I  fe lt it didn’t really make 
sense to have a treatment which might possibly give a risk o f breast cancer!"
In addition to the serious physical health risks associated with HRT, the abrupt 
depletion of oestrogen and androgens occurring as a result of oophorectomy appears 
to place women at increased risk of depression (Hamilton, 1999).
If benign cysts are at risk of undergoing malignant change, then their detection and 
removal could have an impact on reducing the future incidence of ovarian cancer. 
However, if benign cysts are without malignant potential then the value of surgical 
intervention is debatable. Since our studies, greater understanding of ovarian cyst 
morphology has evolved. Bailey, Ueland, Land, DePriest, Gallion, Kryscio, and van 
Nagell (1998) found that unilocular ovarian cysts under 10 cm in diameter in
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asymptomatic postmenopausal women ,or women aged 50 years or over, are 
associated with minimal risk for ovarian cancer. In contrast, complex ovarian cysts 
with wall abnormalities, or solid areas, are associated with a significant risk for 
malignancy. Sasaki, Oda, Ohmura, Akiyama, Liu, Tsugane, Terashima and Tanaka
(1999) concluded that simple ovarian cysts in patients with a normal level of CA125 
have a low risk for ovarian cancer. Vaginal ultrasound at six months identified 
regression of most simple cysts. Confining surgical intervention to those women who 
present with ovarian morphology most predictive of malignancy will reduce the false 
positive rate. However even if  certain benign ovarian cysts may become malignant, 
prophylactic oophorectomy does not offer a 100% guarantee of prevention as women 
in our sample believed:
"One positive thing about more radical surgery was that I  know now that I  
am never going to get cancer o f the ovary or o f the womb. "
In one study of patients with a family history of ovarian cancer (Tobacman et 
a l ,  1982), primary peritoneal cancer was found to develop in about 10% of 
those who had prophylactic oophorectomy. This work was quoted and 
commented on in Pem et et a l  (1992), and since the publication of this paper, 
several other studies have confirmed Tobacman’s findings. Advanced ovarian 
cancer and serosal secondaries were found in some women who had 
undergone removal of healthy ovaries due an increased risk (Evans, Ribiero,
W arrell and Donnai, 1992). These authors concluded that surgery must have 
failed to remove all the tissue at risk. Another observational study of high risk 
women found that 6% developed primary ovarian adenocarcinoma 1 to 27 
years after prophylactic oophorectomy (Piver, Jishi, Tsukada and Nava, 1993).
There is no evidence to indicate a reduction in ovarian cancer mortality 
following prophylactic oophorectomy (Hallowed, 1999). W omen need to be 
made aware of this situation so that they can make an informed choice of 
whether to have healthy ovaries removed as a “preventative measure” .
An extensive epidemiological ovarian cancer review paper published shortly after our 
surgery paper (Kerlikowske, Brown and Grady, 1992) concluded that among women 
with one relative with ovarian cancer, as those women in our surgery sample, the
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lifetime probability of ovarian cancer is not high enough to recommend 
oophorectomy.
6.4.2c Cancer genetic risk consultation
The past few years has seen the emergence of a new line of research studies into 
cancer risk management. Recent developments in molecular biology have seen the 
cloning of the BRCA1 and BRCA2 genes. The recognition that mutations in these 
genes are associated with increased susceptibility to breast and ovarian (Ford, Easton 
and Peto, 1995) cancer has led to mutation testing of women at risk within familial 
cancer clinics. Six citations discuss cancer genetic consultation, and quote our work 
in the context of recommending identification of women at risk for psychological 
distress, and the provision of supportive services during the screening process (Basen- 
Engquist, 1997; Lindholm et a l ,  1997; Warren, 1997; Julian-Reynier et a l ,  1999; 
Meiser, Butow, Barratt, Friedlander, Gattas, Kirk, Suthers, W alpole and Tucker,
1999; Pasacreta, 1999).
Genetic testing for ovarian cancer susceptibility is complex and may not be 
informative with regard to the patient’s personal risk for the disease. A  great deal is 
still unknown about BRCA1 and BRCA2 mutations and ovarian cancer risk. The 
information that is available is probabilistic in nature, and it must be emphasised that 
not all mutation carriers will develop ovarian cancer, nor will all non-carriers be 
protected from the disease (Basen-Engquist, 1997; M eiser et a l, 1999). Ethical issues 
inherent in any breast and ovarian genetic breakthrough must be considered seriously. 
A central aspect of service provision for these women is to address the issue that 
genetic testing may only be helpful to a small sub-set of high risk women, and to 
ensure that they are aware of the limitations of testing (Brain, Gray, Norman, Parsons, 
Clarke, Rogers, Mansel and Harper, 2000).
One of the questions which arises about the establishment of genetic risk clinics is 
that they might induce unwarranted anxiety among attendees, whatever their risk 
status. Julian-Reynier et al. (1999) found that, on average, state anxiety decreased in 
clinic attendees after genetic consultation. This may indicate that provision of 
information was to a high standard and if, as would be predicted, most attendees had a
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monitoring coping style, this would have allayed their fears. Another possibility is 
that counselling may have been falsely reassuring. That a larger decrease in anxiety 
was observed among consultées with a lower level of education is an im portant issue 
with regard to comprehension of risk information. In this study, not understanding 
risk perception information may have been erroneously psychologically protective. 
Pasacreta (1999) describes anecdotal reports by women who expected a simple 
positive or negative result after testing, and were left instead with ongoing ambiguity 
and resultant psychological distress. She claims that in simple terms, testing can lead 
to more uncertainty, rather than clarity, regarding risk. At present it is unknown which 
attitudes are related to maladjustment in post-test life. For this reason it is important 
to respect different ways of dealing with the uncertainty induced by the test, and not 
to force risk carriers to abandon coping strategies which may in fact be protective 
(Lodder et a l ,  1999).
There is a need for research into how to communicate personal cancer risks to patients 
(Warren, 1997). If cancer family clinics are to provide a useful service, it is essential 
that people understand, and can use, the risk information and the advice given to them 
(Watson, Lloyd, Davidson, Meyer, Eeles, Ebbs and Murday, 1999). As these authors 
point out, a lack of understanding may impact negatively on the ability to utilise this 
information when making decisions about the future management of health, and may 
affect mental health if  cancer-related worries are increased through some 
misunderstanding of the facts. An extensive review of communicating cancer risk 
information was carried out by Bottorff et al. (1998). Some main themes that 
emerged are summarised in Table 17.
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• Background information about biology, cancer, non-genetic risk factors and 
emotional reactions to cancer is necessary in addition to a risk figure
• Timing for background information may vary as a personal view of risk develops
• Flexibility in meeting information needs is required
• Tailoring of information to individuals’ coping styles may be helpful
• Percentage risk estimates may be better understood than relative risks or 
qualitative terms
• Shorter-term  age related estimates may be of most value avoiding use of 
cumulative lifetime risk estimates
• Repetition  of risk information from a variety of sources for some individuals 
before it will be processed
• Interpersonal skills of the communicator/counsellor have been recognised as 
important components of effective risk communication
• Sensitivity to different interpretations of health, as well as communication and 
decision-making patterns that reflect ethno-cultural differences are essential in 
genetic counselling
•Avoid affective responses (e.g. fear, guilt, anger, grief) which act as potential 
barriers in the process of understanding risk
• Language used in explanations can influence comprehension, and in some 
instances may stigmatise an attendee (e.g. use of words such as mutant or 
defective)
• Conveying positive results and providing emotional support are im portant skills for 
counsellors
• Clarity and honesty about the limitations of testing and the possibility of error by 
professionals
Table 17 Communicating cancer risk information. After Bottorff et a l  (1998).
Perceived risk has been found to be highly resistant to change, despite counselling 
(Watson, Du vivier, W ade Walsh, Ashley, Davidson, Papaikonomou, M urday, Sacks 
and Eeles, 1998; Cull, Anderson, Campbell, MacKay, Smyth and Steel, 1999; Kent, 
Howie, Fletcher, Newbury-Ecob and Hosie, 2000). It seems that one of the 
fundamental aims of genetic counselling, to foster realistic perceptions of risk, is very 
difficult to achieve. Inaccurate risk perceptions may be attributable to 
misunderstandings of such complex and probabilistic information, but may also 
reflect contrary beliefs arising from women’s personal experience of cancer in the 
family (Cull et al., 1999). Perhaps the emphasis on transmitting risk information by 
genetic screening clinics may be misplaced (Watson et al., 1998). These researchers
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proposed that counsellors may prove more effective by addressing the emotional 
consequences of having a family history of breast or ovarian cancer. Kent et a l ,  
(2000) extended this proposition to recommend research comparing the relative 
benefits of interventions designed to alter risk perceptions, to provide emotional 
support, or to treat ruminations to evaluate which type of counselling may be most 
helpful to women in this situation.
6.4.2d Prophylactic oophorectomy as a cancer risk management option
Currently, there are no medically proven preventative recommendations for women 
at-risk of developing ovarian cancer. The decision whether to proceed with 
prophylactic oophorectomy will not be clear-cut for all at-risk women. W omen who 
make the decision to decline prophylactic oophorectomy need to consider two main 
limitations (Miller et a l ,  1999). A sense of vulnerability may be incited because: (1) 
available detection methods are not highly reliable; and (2) repeated screening 
requires frequent acknowledgement of being at risk for ovarian cancer. Undergoing 
surgical removal of the ovaries raises other issues. Two studies have looked at 
attitudes towards prophylactic oophorectomy in women with increased risk of 
developing hereditary ovarian cancer (Hallowell, 1998; M eiser et a l,  1999). A 
number of costs and benefits of prophylactic oophorectomy were generated during 
semi-structured interviews by women in Hallo w ell's study. These are summarised in 
Table 18 below.
There is a striking resemblance between these predicted pros and cons of prophylactic 
oophorectomy and those that actually emerged in our surgery sample. Since our 
surgery paper (Pemet et a l ,  1992) is described in HallowelTs introduction, it is 
possible that she may have extracted them e’s from the results and discussion section 
on which to base her interview schedule. If not, this indicates that the predicted 
consequences generated by Hallowell’s sample were realistic. In M eiser’s (1999) 
study, interest in prophylactic oophorectomy was associated with increased ovarian 
cancer anxiety, but not objective cancer risk, which may denote those with a 
monitoring coping style. Ethically, it is important that these women approach 
decision making in an informed and emotionally stable state. M eiser et a l ,  (1999) 
acknowledge that women in this group should be identified, so that particular care can
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be taken over counselling provision, and ensuring correct risk assessment is
comprehended.
Positive aspects of prophylactic 
oophorectomy
Negative aspects of prophylactic 
oophorectomy
• reduced risk of ovarian cancer
• reduced cancer fear
• prolonged longevity to fulfil obligations 
to other family members (primarily 
young children)
• upsetting the natural balance of the 
body (e.g. oestrogen deprivation 
following prophylactic oophorectomy 
results in an elevated risk for heart 
disease and osteoporosis)
• defeating the object of the exercise i.e. 
belief that cancer would develop 
elsewhere in the body (e.g. intra- 
abdominal carcinomatosis)
• onset of menopause and cessation of 
fertility
• fears of operative (e.g. surgical 
morbidity) and post-operative 
complications (e.g. adhesions and 
small bowel obstructions)
• convalescence from surgery may 
compromise social and financial 
obligations
• issues of gender identity i.e. loss of 
femininity
• influence on sexual relationships
Table 18 Women’s perceptions of prophylactic surgery as a cancer risk management option. After
Hallowell (1998) and Miller et al. (1999).
Drawing together the relevant research in this area, M iller et al. (1999) concluded that 
women are most likely to opt for prophylactic oophorectomy when they perceive 
themselves as being highly vulnerable to cancer, believe that surgery will be effective 
in preventing cancer and are particularly worried about their cancer risk. These 
criteria are compatible with the perceptions of our surgery sample.
6.4.2e Infertility
Our citation from M iller et al. (1998) was used to draw attention to the stressful 
experience of induced infertility and potential childlessness, which could arise from 
prophylactic oophorectomy. This was less of an issue in our study, but as we
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recognised, would have constituted a very real cost in a younger screening sample. 
Hallowell and colleagues are currently running a research project investigating the 
psychosocial implications of prophylactic oophorectomy for pre-menopausal women 
with a family history of ovarian cancer. It is predicted that issues of fertility, 
femininity, and sexuality will be heightened in this younger sample.
6.5 Conclusions
Psychological im pact o f  false-positive results
False-positive results in screening are associated with increased distress in the short­
term, but these effects do not appear to be severe or persistent. This observation has 
been supported by subsequent research in the field.
Coping style
Coping style shows an association with psychological distress. W omen who had an 
information-seeking coping style (high monitors) were significantly more distressed 
by a positive scan result. Further research has indicated that high monitors also 
perceive their risk status to be higher.
Physician Feedback
The way in which feedback was given by the doctor doing the scan may have 
influenced anxiety levels in the women. Those who went on to have a positive result 
at their second scan had been more disturbed by the positive result after their first 
scan than those who went on to receive a negative result at their second scan. It was 
tentatively suggested that this may have been because more reassuring feedback was 
given when the doctor expected a negative rescan.
Information-giving
Since our studies were carried out, other researchers have demonstrated that high 
monitors fare better when provided with accurate and detailed, but highly reassuring 
information about their situation and its management. Additionally, those in highly 
stressful situations (as in our surgery sample) may also require more emotional 
support to help them deal with their experiences. Interview data corresponded with
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these new findings, suggesting that improvements in information-giving and 
emotional support may have been beneficial for women undergoing surgery. The 
most vital piece of information for these women to receive clearly and promptly was 
their biopsy result. It must never be forgotten that until confirmation of non­
malignancy was received, fears of ovarian cancer and the possibility o f a distressing 
and painful death may have been prominent in these women’s minds. The 
advancement of genetic screening clinics in the past few years highlights the 
importance of clear risk conveyance. Testing can lead to more uncertainty, rather 
than clarity, regarding risk. There is a need for research into how to best 
communicate these risks to patients.
Acceptance o f  surgery
W om en’s acceptance of major surgery seemed to be based on the supposition that 
body parts which were not crucial to survival, and which were at risk of malignancy, 
were best removed under these circumstances. W ith one exception all the women 
were past child-bearing age, which clearly influenced this pragmatic view.
Perceived protective effect o f  surgery
W omen who had undergone surgery also appeared to gain major reassurance from the 
belief that they were now protected from the dreadful disease which had, in most 
cases, killed their mothers. Since there is no evidence that complete protection is 
achieved by radical surgery, endorsement of this view should be carefully considered 
by gynaecologists organising ovarian screening programmes.
Other health costs o f  surgery
In order to make an informed decision about surgery, women should also be made 
aware that oophorectomy may render them more vulnerable to cardio-vascular disease 
and osteoporosis. Also, if they commence Hormone Replacement Therapy after 
surgery, they may be putting themselves at an increased risk of developing breast 
cancer.
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6.6 Summary
"The benefits o f cancer screening programmes accrue to those who have 
cancer or identifiable pre-cancerous conditions, and in whom the disease 
progression is slowed or halted by earlier intervention. The costs accrue to 
the rest o f population fo r whom there is no direct benefit to health. "
(Wardle and Pope, 1992 pp609).
To date it appears inconclusive whether ovarian cancer screening programmes fulfil 
these criteria for being beneficial. Ultrasonography seems to identify cases with a 
relatively long pre-clinical detectable phase (i.e. those that would have done well even 
if  clinically diagnosed), rather than more aggressive cases. The detection of such 
indolent cases may make screening appear useful, however will have minimal effect 
on disease mortality (Westhoff, 1994). Additionally, all programmes report that 
considerable surgery for benign disease has occurred among participants. Apart from 
the medical risks of surgery (accompanying general anaesthesia), as well as increased 
risk of cardiovascular disease and osteoporosis following oophorectomy, and the 
possibility that this procedure may not protect against malignancy in the peritoneum, 
the economic costs have been large.
Prior to our studies, there had been very little attention paid to the psychological costs 
o f cancer screening in general, and no other published work on the psychological 
costs of ovarian cancer screening. Our results suggested that those who received false 
positive results experienced acute psychological distress produced by the prospect of 
a grave diagnosis before they were found to be disease-free. At the time we felt that 
these findings made a significant contribution to knowledge in the field, and with 
hindsight, numerous other studies have confirmed the psychological costs of cancer 
screening, particularly in the domain of false-positive results. It seems promising 
that continued research into the psychological impact of screening will aid 
cost/benefit analyses made by those planning screening programmes, help tailor the 
information and support given to participants, and assist in reducing distress to a 
minimum.
Appendix: Interview Schedule for Surgery Women
Section 1
• How did you hear about the ovarian scanning programme ?
• H ad you previously worried about the health o f  your ovaries?
•  H ad you previously been aware that ovarian cancer may run in fam ilies?
•  I f  no: How did you fe e l when you learnt from  the advertisement that ovarian 
cancer may run in fam ilies?
• How did you fe e l about having the opportunity to take part in the 
screening programme?
• Do you have any regrets about taking part in the ovarian scanning 
programme?
• Would you recommend screening to others?
•  How did your husband ( i f  applicable) and fam ily  fe e l about you having the 
opportunity to take part in the Ovarian Scanning Programme?
Section 2
• How did you fe e l about the information that you received from  the 
screening clinic?
• D id you object to any o f  the questions that you were asked at the clinic?
•  D id you fe e l that there was anything that you could not ask?
• Were you given the clinic telephone number to ring i f  y  ou fe lt  worried about 
anything when you got home?
• D id you fe e l anxious at any time during the scanning procedure?
• How did you fee l about the abdominal ultrasound scan?
• How did you fe e l about the vaginal ultrasound scan?
• How informed do you like to be about medical procedures that you are having
• D id you have the opportunity to see pictures o f  the scan on the monitor?
• Was this helpful?
• Was there anything about the ovarian scanning clinic that could have been 
improved?
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Section 3
•  What were you told after your firs t scan ?
•  How did this make you feel?
•  Do you think the doctor made the right decision to recommend surgery 
when he did?
• D id you fe e l included in the decision making process?
•  How long did you have to wait fo r  surgery?
•  How did you fe e l during this wait?
• Could anything have been done to make the process o f  waiting easier? 
Section 4
• How did you fe e l about the information that you were given in hospital?
• How did you fe e l about your treatment and care on the ward?
• How long did it take you to get back to your previous level o f  functioning?
•  D id surgery make you fe e l any different about your body?
•  How long did you have to wait fo r  the biopsy result?
• How did you fe e l about the follow-up that you received?
Section 5
• Is there anything else that you would like to add about your experiences?
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